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WEDNESDAY,  FEBRUARY  23,  1994 

House  of  Representatives, 
Committee  on  Ways  and  Means, 
Subcommittee  on  Social  Security, 

Washington,  D.C. 

The  subcommittee  met,  pursuant  to  notice,  at  2  p.m.,  in  room 
B-318,  Raybum  House  Office  Building,  Hon.  Andy  Jacobs,  Jr. 
(chairman  of  the  subcommittee)  presiding. 

[The  press  release  announcing  the  hearing  follows:] 
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FOR  IMMEDIATE  RELEASE  PRESS  RELEASE  #10 

MONDAY,  FEBRUARY  14,   1994  SUBCOMMITTEE  OK  SOCIAL  SECURITY 

COMMITTEE  ONWAYS  AMD  MEANS 
U.S.  HOUSE  OF  REPRESENTATIVES 
1102  LON6WORTH  HOUSE  OFFICE  BLD6. 
WASHINGTON,   D.C.  20515 
TELEPHONE:    (202)  225-1721 

THE  HONORABLE  ANDY  JACOBS,   JR.    (D.,   IND.),  CHAIRMAN, 
SUBCOMMITTEE  ON  SOCIAL  SECURITY, 
COMMITTEE  ON  WAYS  AND  MEANS,   U.S.  HOUSE  OF  REPRESENTATIVES, 
ANNOUNCES  A  HEARING  TO  EXAMINE  HEALTH  CARE  COVERAGE 
FOR  AMERICANS  WITH  DISABILITIES 


The  Honorable  Andy  Jacobs,  Jr.   (D.,  Ind.)»  Chairman,  Subcommittee 
on  Social  Security,  Committee  on  Ways  and  Means,  U.S.  House  of 
Representatives,  today  announced  that  the  Subcommittee  will  hold  a  hearing 
to  examine  health  care  coverage  for  Americans  with  disabilities.  The 
hearing  will  take  place  on  Wednesday,  February  23,  1994,   in  room  B-318  of 
the  Rayburn  House  Office  Building,  beginning  at  2:00  p.m. 

BACKGROUND t 

Today  Americans  with  disabilities  face  major  barriers  in  obtaining 
health  insurance.     Private  insurance  carriers  may  treat  these  individuals 
as  "uninsurable"  or  charge  them  rates  that  they  find  unaf f ordable. 
Necessary  services  may  not  be  not  covered,  and  annual  or  lifetime  limits 
on  coverage  may  prevent  disabled  individuals  from  making  full  use  of  the 
benefits  that  are  available.     The  cumulative  impact  of  these  restrictions 
is  reflected  in  a  recent  survey  by  the  Bureau  of  the  Census,  which 
determined  that  half  of  Americans  with  disabilities  have  no  private  health 
insurance . 

While  Medicare  addresses  many  of  the  gaps  in  private  coverage,  . 
disabled  Americans'  access  to  the  program  is  constrained  in  two  ways. 
First,  coverage  is  available  only  to  those  who  qualify  for  Social  Security 
Disability  Insurance  (SSDI) ,  and  then  only  after  a  two-year  waiting 
period.     This  means  that,  during  the  initial  period  of  disability  when 
rehabilitation  offers  the  highest  probability  of  success,  most  disabled 
Americans  do  not  have  health  insurance.     Second,  SSDI  beneficiaries  who 
return  to  work  face  a  complex  set  of  rules  for  maintaining  Medicare 
coverage  and  may  incur  sharp  increases  in  their  Medicare  premiums.  These 
risks  have  caused  fear  and  uncertainly  among  disabled  Americans 
contemplating  employment  and  may  account  for  the  fact  that  less  than  one 
percent  of  SSDI  beneficiaries  leave  the  disability  rolls  each  year  because 
they  successfully  reenter  the  workforce. 

FOCUS  OF  THE  HEARING; 

The  hearing  will  examine  the  impact  of  H.R.  3600,  the  Health  Security 
Act,  on  health  care  coverage  for  Americans  with  disabilities.  Witnesses 
are  invited  to  assess  those  provisions  of  the  bill,  giving  particular 
attention  to  their  potential  to  eliminate  barriers  that  confront  disabled 
individuals  seeking  employment,  that  would: 

*  establish  a  universal  entitlement  to  health  care  coverage,  coupled 
with  a  mandate  that  most  employers  provide  such  coverage  to  most 
employees ; 

*  require  that  premiums  be  set  based  on  a  community  rating  system, 
preventing  discrimination  against  high-cost  users  of  medical  services; 

*  create  a  new  grant  program  for  States  to  provide  home  and 
community-based  services  for  individuals  with  severe  disabilities;  and 

*  provide  a  tax  credit  for  individuals  who  require  assistance  with 
activities  of  daily  living  and  who  purchase  personal  care  and  person 
attendant  services. 

The  Subcommittee  is  interested  in  comparing  the  impact  of 
H.R.  3600  to  the  current  Medicare  program,  as  well  as  to  alternative 
health  reform  proposals  now  before  Congress.    Witnesses  are  also 
encouraged  to  identify  ways  in  which  the  Administration's  proposal,  if 
enacted,  would  interact  with  Medicare  in  serving  disabled  Americans  and  to 
offer  suggestions  for  addressing  any  problems  they  foresee  arising  from 
the  existence  of  two  separate  programs. 

(MORE) 
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DETAILS  FOR  SUBMISSION  OF  REQUESTS  TO  BE  HEARD; 

Requests  to  be  heard  at  the    hearing  must  be  made  by  telephone  to 
Harriett  Lawler,  Diane  Kirkland  or  Karen  Ponzurick  [(202)   225-1721]  no 
later  than  close  of  business  Friday,  February  18,   1994.     The  telephone 
request  should  be  followed  by  a  formal  written  request  addressed  to  Janice 
Mays,  Chief  Counsel  and  Staff  Director,  Committee  on  Ways  and  Means,  U.S. 
House  of  Representatives,  1102  Longworth  House  Office  Building, 
Washington,  D.C.     20515.     The  Subcommittee  staff  will  notify  by  telephone 
those  scheduled  to  appear  as  soon  as  possible  after  the  filing  deadline. 
Any  questions  concerning  scheduled  appearances  should  be  directed  to  the 
Subcommittee  staff  [(202)  225-9263]. 

In  view  of  the  limited  time  available  to  hear  witnesses,  the 
Subcommittee  may  not  be  able  to  accommodate  all  requests  to  be  heard. 
Those  persons  and  organizations  not  scheduled  for  an  oral  appearance  are 
encouraged  to  submit  written  statements  for  the  record  of  the  hearing. 
All  persons  requesting  to  be  heard,  whether  they  are  scheduled  for  oral 
testimony  or  not,  will  be  notified  as  soon  as  possible  after  the  filing 
deadline. 

Witnesses  scheduled  to  present  oral  testimony  are  required  to 
summarize  briefly  their  written  statements  in  no  more  than  five  minutes. 
THE  FIVE  MINUTE  RULE  WILL  BE  STRICTLY  ENFORCED.     Chairman  Jacobs  advises 
witnesses  that  the  shortest  testimony  presented  to  the  Subcommittee  will 
receive  a  silver  dollar  and  the  runner-up  a  Kennedy  half-dollar.  The 
Congressional  Budget  Office  and  similar  U.S.  Government  agencies  may  be 
granted  an  exception.     The  full  written  statement  of  each  witness  will  be 
included  in  the  printed  record. 

In  order  to  assure  the  most  productive  use  of  the  limited  amount  of 
time  available  to  question  witnesses,  all  witnesses  scheduled  to  appear 
before  the  Subcommittee  are  required  to  submit  200  copies  of  their 
prepared  statements  to  the  Subcommittee  on  Social  Security  office,  room  B- 
316  Rayburn  House  Office  Building,  at  least  48  hours  in  advance  of  their 
scheduled  appearance.     Failure  to  do  so  may  result  in  the  witness  being 
denied  the  opportunity  to  testify  in  person. 

WRITTEN  STATEMENTS  IN  LIEU  OF  PERSONAL  APPEARANCE; 

Any  persons  or  organizations  wishing  to  submit  a  written  statement 
for  the  printed  record  of  the  hearing  should  submit  at  least  six  (6) 
copies  of  their  statements  by  the  close  of  business,  Wednesday,  March  9, 
1994,  to  Janice  Mays,  Chief  Counsel  and  Staff  Director,  Committee  on  Ways 
and  Means,  U.S.  House  of  Representatives,  1102  Longworth  House  Office 
Building,  Washington,  D.C.     20515.     If  those  filing  written  statements 
wish  to  have  their  statements  distributed  to  the  press  and  interested 
public  at  the  hearing,  they  may  deliver  200  additional  copies  for  this 
purpose  to  the  Subcommittee  office,  room  B-316  Rayburn  House  Office 
Building,  before  the  hearing  begins. 

FORMATTING  REOUIREMENTS ! 


Each  statement  presented  for  printing  to  the  Committee  by  a  witness,  any  written  statement  or  exhibit  submitted  for  the  printed  record  or  any 
written  comments  in  response  to  a  request  for  written  comments  must  conform  to  the  guidelines  listed  below.  Any  statement  or  ohibit  not  in 
compliance  with  ihese  guiddines  wil!  aot  be  priatnd,  but  will  be  maintained  in  the  Committee  files  for  review  and  use  by  the  Committee. 

1.  AD  statements  and  any  accompanjring  exhibits  for  printing  must  be  typed  in  single  space  on  legal-aze  paper  and  may  not  eicceed  a  total  of 

10  pages. 

2.  Copies  of  whole  documents  submitted  as  exhibit  material  will  not  be  accepted  for  printing.  Instead,  exhibit  material  should  be  referenced 
and  quoted  or  paraphrased.  All  exhibit  material  not  meeting  these  specifications  wiU  be  maintained  in  the  Committee  i3es  for  review  and  use  by  the 
Committee. 

3.  Statements  must  contain  the  name  and  capacity  in  which  the  witness  will  appear  or,  for  written  comments,  the  name  and  capacity  of  the 
person  submitting  the  statement,  as  wefl  as  any  clients  or  persons,  or  any  ofganization  for  whom  the  witness  appears  or  for  whom  the  statement  is 
submitted. 

4.  A  supplemental  sheet  must  accompany  each  statement  listing  the  name,  fiill  address,  a  telephone  number  where  the  witness  or  the 
designated  representatiTe  may  be  reached  and  a  topical  outline  or  summary  of  the  comments  and  recommendations  in  the  fiill  statement.  This 
supplemental  sheet  win  not  be  included  in  the  printed  record. 


The  above  nitricliaas  and  Knii»<««<«in«  apply  only  to  mMerial  being  snhmittcd  for  printing.  Statements  and  ediibits  or  snppiemcntary  material 
submitted  solely  for  distribution  to  the  Members,  the  press  and  the  public  during  the  course  of  a  public  hearing  may  be  submitted  in  other  fonos. 
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Chairman  Jacobs.  I  believe  we  have  reached  the  appointed  hour. 
We  are  here  for  the  record  to  discuss  the  President's  health  care 
proposal  as  it  relates  to  Social  Security  disability,  and  for  our  first 
panel,  we  are  pleased  to  welcome  Dr.  Judith  Feder,  of  Health  and 
Human  Services,  of  course,  and  Dr.  Helen  Smits,  Deputy  Adminis- 
trator, Health  Care  Financing  Administration. 

We  are  very  honored  to  have  both  of  you  here  today,  and  we  ask 
that  you  proceed,  I  suppose  in  the  order  in  which  you  were  called, 
unless  you  have  flipped  a  coin. 

Dr.  Smits.  I  think  we  were  organized  for  me  to  go  first,  Mr. 
Chairman. 

Chairman  Jacobs.  Could  you  suspend  just  for  a  moment?  My  co- 
chairman,  Mr.  Bunning,  do  you  have  an  opening  statement? 
Mr.  Running.  Go  right  ahead. 
Chairman  Jacobs.  No  opening  statement. 
You  have  the  honor.  Dr.  Smits. 

STATEMENT  OF  HELEN  L.  SMITS,  M.D.,  DEPUTY  ADMINIS- 
TRATOR, HEALTH  CARE  FINANCING  ADMINISTRATION 

Dr.  Smits.  Thank  you.  It  is  a  real  pleasure  to  be  here  today.  You 
have  our  written  testimony,  and  I  will  just  summarize  it  briefly. 

One  of  the  really  unusual  opportunities  I  have  had  through  the 
development  and  consideration  of  the  Health  Security  Act  has  been 
the  chance  to  meet  with  many  groups,  including  groups  represent- 
ing the  disabled,  individuals  with  disabilities,  and  families  with 
disabilities.  The  stories  they  tell  are  heartbreaking,  and  I  am  sure 
you  will  hear  from  many  other  panelists  today,  stories  such  as  the 
parents  who,  as  they  were  still  struggling  with  the  fact  of  having 

fiven  birth  to  a  child  with  severe  disabilities,  discovered  that  the 
usband  had  lost  his  job  because  the  company  was  a  small  one  and 
the  employer  could  no  longer  afford  health  insurance  with  this  kind 
of  burden. 

We  believe  firmly  that  only  comprehensive  reform  can  solve  the 
problems  that  the  disabled  face  receiving  health  services  in  this 
country  at  this  time.  The  single  most  important  element  is  that  it 
guarantees  services  that  cannot  be  taken  away  and  that  it  ensures 
that  the  individual  employer  is  not  at  risk  for  the  extra  cost  of  car- 
ing for  a  patient  with  a  severe  disability  or  a  family  member  with 
a  severe  disability. 

We  believe  firmly  that  this  will  eliminate  discrimination  in  hir- 
ing. We  know  that  discrimination  is  against  the  law,  but  the  incen- 
tive to  a  small  employer  is  overwhelming.  We  believe  it  will  help 
to  reduce  the  unemployment  rate  of  the  disabled.  We  believe  it  will 
have  a  great  deal  to  do  with  bringing  the  disabled  further  back  into 
the  mainstream  of  American  life. 

The  Health  Security  Act,  for  example,  would  guarantee  that 
someone  who  has  become  disabled  and  is  receiving  Social  Security 
could  obtain  first-rate  health  insurance  at  reasonable  prices  during 
the  2  years  when  they  are  waiting  for  Medicare  coverage. 

The  Health  Security  Act  offers  choices  to  people  with  disabilities. 
In  many  cases,  the  disabled,  while  working,  have  been  cared  for  by 
a  particular  physician  through  a  particular  plan.  The  President's 
proposals  would  allow  them  to  continue  with  the  plan  with  which 
they  are  happy  and  comfortable. 
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The  Health  Security  Act  also  contains  a  number  of  provisions 
that  offer  special  protections,  such  as  the  requirement  that  all 
plans  must  contract  with  academic  health  centers.  As  you  know, 
those  whose  disability  comes  from  unusual  or  rare  diseases  find  it 
particularly  important  to  continue  to  have  access  to  the  specialists 
they  know  well  and  who  understand  their  disease  well.  The  act 
would  essentially  require  continual  contracting  with  academic 
health  centers  and  would  facilitate  that. 

It  would  also  require  continued  contracting  with  essential  com- 
mimity  providers  such  as  the  community  health  centers  and  the 
Ryan  White  community  providers.  Again,  we  believe  these  provi- 
sions will  help  individuals  with  special  health  care  needs  seek  out 
and  find  the  kind  of  care  that  best  suits  them. 

Finally,  the  health  plan  will  have  provisions  which  will  ensure 
both  that  consumer  opinion  is  taken  into  account  in  judging  the 
quality  of  services  oflFered  and  that  information  will  be  available  to 
all  consumers  choosing  a  plan  so  they  can  select  among  a  large 
number  of  plans,  which  will  best  suit  their  circumstances  and  con- 
dition. 

Low-income  populations  receive  particular  protection  imder  this 
bill.  All  Medicaid-eligible  children  will  still  be  entitled  to  a  Federal 
wraparound  program  that  will  continue  their  Medicaid  benefits  as 
the  plan  moves  them  into  mainstream  health  care  for  the  bulk  of 
their  acute  care  and  routine  needs. 

Similarly,  the  disabled  who  are  cash  recipients  will  also  receive 
Medicaid  wraparound  services.  Some  of  those  additional  special 
services  that  people  now  get  under  Medicaid  will  not  disappear  but 
will  continue  for  cash  recipients  under  the  proposal. 

I  believe  that  all  Americans  will  benefit  from  this  bill.  I  believe 
that  disabled  Americans  who  have  been  disadvantaged  by  the  pecu- 
liarities of  our  health  care  system  will  particularly  benefit.  And  I 
urge  your  very  careful  consideration  of  their  needs  as  the  Congress 
debates  this  legislation. 

I  would  now  like  to  turn  to  my  colleague,  Judy  Feder,  who  will 
describe  the  Health  Security  Act  in  somewhat  more  detail  and  also 


we  have  given  to  those  potential  problems. 
Chairman  Jacobs.  Thank  you. 
Dr.  Feder,  please. 

STATEMENT  OF  JUDITH  FEDER,  PHX).,  PRmCIPAL  DEPUTY 
ASSISTANT  SECRETARY  FOR  PLANNING  AND  EVALUATION, 
U.S.  DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES 

Ms.  Feder.  Thank  you,  Helen.  Mr.  Chairman,  Mr.  Bunning,  I 
want  to  add  to  Dr.  Smits'  testimony  two  pieces  to  call  to  your  at- 
tention. One  has  to  do  with  the  long-term  care  benefits  included  in 
the  President's  proposal  which  we  believe  distinguishes  this  pro- 
posal from  most  others  that  you  have  under  consideration.  The 
other  issue  is  the  transition,  particularly  for  people  with  disabil- 
ities, that  Helen  mentioned,  as  we  move  to  a  reformed  system. 

On  long-term  care,  it  is  our  view  that  the  President's  plan  offers 
real  hope  and  tangible  support  to  people  of  all  ages  with  disabilities 
in  the  form  of  a  major  expansion  in  community-based  long-term 
care  services.  This  new  program  would  provide  substantial  Federal 


will  discuss  some 


consideration 
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funds  to  help  States  offer  a  wide  array  of  personal  assistance  and 
related  support  to  people  with  severe  disabilities,  regardless  of  age, 
regardless  of  income,  while  expecting  those  with  hi^er  incomes  to 
contribute  more  to  the  costs  of  care. 

In  designing  this  proposal,  we  have  paid  particular  attention  to 
what  we  nave  heard  from  people  with  disabilities  about  their  desire 
to  be  part  of  the  process  and  implementation  of  a  new  program. 
Consumers  and  their  representatives  would,  accordingly,  be  ex- 
pected to  be  involved  in  all  aspects  of  the  design,  implementation, 
and  oversight  of  this  new  Federal-State  program  to  assure  that  it 
is  responsive  to  the  needs  of  people  with  disabilities. 

The  President's  long-term  care  plan  would  also  provide  tax  relief 
to  people  with  disabilities  who  want  to  work  but  cannot  afford  the 
high  out-of-pocket  costs  of  personal  assistance  services.  This  we  be- 
lieve is  part  of  our  overall  effort  to  enable  people  with  disabilities 
to  contribute  and  participate  productively  in  the  work  force. 

Now,  as  you  know,  comprehensive  reform  will  take  a  few  years 
to  fully  implement.  During  the  interim  period,  it  is  critical  that  we 
protect  existing  insurance  coverage  for  employers  and  families.  We 
must  assure  that  insurers  do  not  drop  the  most  vulnerable  in  an- 
ticipation of  a  system  in  which  they  are  forced  to  compete  based 
on  price  and  quality,  rather  than  on  their  ability  to  attract  the 
healthy  and  avoid  the  sick. 

The  Health  Security  Act,  therefore,  includes  special  transition 
protections  to  guard  against  potential  egregious  abuses  by  health 
insurers  prior  to  the  creation  of  a  fully  reformed  marketplace  and 
universal  coverage. 

For  example,  health  insurers  could  not  terminate  or  refuse  to 
renew  coverage  unless  premiums  were  not  paid  or  unless  there 
were  evidence  of  fraud  or  misrepresentation  on  an  application  or 
claim.  Insurers  would  have  to  cover  new  employees  of  an  employer 
that  purchases  coverage  regardless  of  health  status.  Premium  in- 
creases could  not  vary  based  on  health  status.  Exclusions  for  pre- 
existing conditions  would  be  limited,  and  individuals  who  are  con- 
tinuously insured  would  not  have  to  meet  a  new  waiting  period  for 
preexisting  conditions  when  switching  coverage. 

Mr.  Chairman,  in  toda/s  health  care  system,  all  of  us  are  at  risk 
of  losing  the  health  care  coverage  that  guarantees  us  access  to 
care.  People  with  special  needs  painfully  illustrate  the  risk  that  we 
all  face.  We  now  have  a  choice.  We  can  either  pursue  meaningful, 
comprehensive  reform  so  that  the  system  works  for  all  Americans, 
or  we  can  deny  or  tinker  with  proolems,  letting  the  system  grow 
more  and  more  unfair,  expensive,  and  out  of  control. 

Mr.  Chairman,  we  look  forward  to  working  with  you  to  pursue 
the  former  strategy — ^that  is,  meaningful,  comprehensive  reform  for 
all  Americans. 

Thank  you. 

[The  prepared  statement  follows:] 
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TESTIMONY  OF  HELEN  L.  SMITS,  DEPUTY  ADMINISTRATOR 
HEALTH  CARE  nNANCING  ADMINISTRATION 
and 

JUDITH  FEDER,  PH.D.,  PRINCIPAL  DEPUTY  ASSISTANT  SECRETARY 
PLANNING  AND  EVALUATION 
U.S.  DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES 

Mr.  Chairman  and  Members  of  the  Committee: 

Thank  you  very  much  for  this  opportunity  to  share  with 
you  what  the  President's  plan  will  do  to  help  people  with 
disabilities.     Their  special  circumstances  amplify  their  needs 
and  illustrate  poignantly  the  failures  of  the  current  health 
care  system  to  provide  the  security  of  coverage  when  help  is 
needed  the  most  —  the  President's  Plan  provides  universal 
health  care  coverage  for  every  American,     regardless  of  their 
needs  or  risks. 

Congress  —  particularly  Members  of  this  Committee  —  has 
demonstrated  special  concern  about  the  ability  of  people  of 
all  ages  with  chronic  disabilities  to  obtain  access  to  health 
and  long  term  care  services.     The  President  recognizes,  as  you 
do,  that  a  Health  Security  Card  alone  cannot  guarantee  that 
all  Americans  will  receive  necessary  health  coverage.  To 
achieve  this  goal,  the  Health  Security  Act  includes  additional 
measures  that  will  provide  special  protections  and  secure 
access  and  quality  for  people  with  disabilities.     Let  me  share 
them  with  you. 

Security  of  Comprehensive  Health  Care  Coverage 

All  Americans  will  have  the  security  of  comprehensive 
health  coverage  —  with  no  exceptions.     People  with 
disabilities  or  chronic  illnesses  will  no  longer  be  subject  to 
the  precipitous  loss  of  coverage  they  face  today.     No  one  can 
lose  their  coverage.     Under  the  Health  Security  Act,  hospital 
services  are  covered;  doctor  visits  are  covered;  prescription 
drugs  are  covered.     In  addition,  certain  extended  care, 
hospice  services,  and  outpatient  rehabilitation  services  are 
covered.     These  services  and  others  offered  under  the  benefit 
package  become  a  crucial  link  for  the  very  survival  of  people 
with  certain  disabilities  or  illnesses. 

Continuity  of  Care 

The  Health  Security  Act  assures  that  all  Americans  will 
have  a  choice  in  selecting  their  providers  and  health  plans. 
Each  individual  will  be  able  to  enroll  in  a  traditional  fee- 
for-service  plan,  join  a  network  of  doctors  and  hospitals,  or 
enroll  in  an  HMO.     In  addition,  all  health  plans  must  offer  a 
point-of-service  option  —  individuals  will  not  be  restricted 
to  the  plan  providers. 

To  further  guarantee  continuity  of  care,  all  individuals 
will  have  access  to  medical  specialists  for  unique  services 
that  they  need.     All  health  plans  must  make  sufficient 
arrangements  with  providers  to  assure  the  provision  of  all 
items  and  services  covered  by  the  comprehensive  benefit 
package.     In  addition,  plans  must  contract  with  academic 
health  centers  for  services  that  are  rare  and  performed  in 
enough  frequency  at  these  sites  to  ensure  quality.  Further, 
States  may  require  plans  to  contract  with  centers  of 
excellence  that  they  identify  to  further  guarantee  appropriate 
access  to  care. 

The  essential  community  provider  requirements  guarantee 
access  to  services  of  federally-funded  clinics  and  other 
providers  delivering  care  in  dif f icult-to-serve  areas. 
Qualifying  providers,  e.g.  those  being  funded  by  Ryan  White, 
Community  and  Migrant  Health  Centers,  programs  for  the 
homeless,   family  planning,  and  maternal  and  child  health,  are 
guaranteed  payments  for  covered  services  from  all  health 
plans.     This  program  assures  that  vulnerable  populations  have 
continued  access  to  practitioners  with  experience  in  meeting 
their  needs,  regardless  of  the  health  plan  in  which  they 
choose  to  enroll. 
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Protections  Against  Discrimination 

The  Health  Security  Act  assures  that  no  individual  is 
discriminated  against  in  obtaining  comprehensive  coverage. 
Health  plans  will  no  longer  have  lifetime  limits  on  coverage. 
Health  plans  will  offer  an  open  enrollment,  accepting  everyone 
applying  for  coverage  at  that  time  without  charging  a  higher 
premium  to  those  with  a  pre-existing  condition.     States  and 
alliances  further  assure  that  no  one  faces  barriers  to  care 
based  on  disability,  race,  ethnicity,  age  or  gender. 

To  protect  health  plans  that  attract  disproportionate 
numbers  of  vulnerable  individuals,  the  Health  Security  Act 
assures  proper  payment  through  alliance-based  risk-adjustment 
and  reinsurance  systems. 

To  ensure  the  confidentiality  of  patient  records, 
national  privacy  protection  standards  are  established.  These 
standards  limit  the  uses  of  individual-specific  information  in 
the  new  data  system  to  those  necessary  for  the  delivery  of 
health  care  services.     Privacy  protection  as  applied  to  health 
care  information  will  be  a  continuing  focus  of  the  National 
Health  Board. 

Special  Services 

The  Health  Security  Act  leaves  in  place  certain  programs 
to  address  additional  needs  of  those  with  disabilities  or 
chronic  illnesses. 

Safety  net  providers;     Current  safety-net  programs  will 
continue  to  receive  funding  for  services  beyond  the  guaranteed 
package.     Transportation,  outreach,  case  management, 
translation,  and  personal  support  services  remain  critical  for 
vulnerable  populations  and  will  be  sustained  under  the  Health 
Security  Act. 

Medicaid;     All  Medicaid  eligible  children  will  be  eligible  for 
a  new  federal  program  of  wrap-around  services  that  supplements 
the  comprehensive  benefits  package.     States  will  continue  to 
receive  matching  payments  for  wrap-around  services  for  adults 
who  receive  SSI  or  AFDC  benefits  and  for  dual  eligibles.  Long 
term  care  Medicaid  services  (e.g.,  nursing  home,  ICF/MR,  home 
health,  personal  care,  etc.)   continue  to  be  available  as  under 
current  law.     In  addition,  all  States  will  be  required  to  take 
medical  expenditures  into  account  in  determining  financial 
eligibility  for  Medicaid  coverage  of  nursing  home  care.  Also, 
Medicaid  patients  in  institutions  will  be  able  to  keep  $50  per 
month  for  their  personal  needs,  up  from  a  minimum  of  $3  0  per 
month. 

Medicare;     Medicare  remains  essentially  unchanged,  except  for 
the  addition  of  a  new  prescription  drug  benefit.     As  you  know, 
Mr.  Chairman,  Medicare's  coverage  for  people  with  disabilities 
who  are  under  age  65  requires  a  two-year  waiting  period.  That 
will  not  change.     However,  under  the  President's  Plan  these 
people  would  be  assured  that  they  would  have  health  care 
coverage  during  the  two-year  waiting  period. 

Long  Term  Services;     By  assuring  access  to  health  coverage  for 
all  Americans,  the  Health  Security  Act  responds  to  one  of  the 
gravest  concerns  of  people  with  disabilities.     But  access  to 
health  care  coverage  alone  will  not  provide  the  long-term 
supports  that  people  with  disabilities  and  their  families  need 
to  live  in  their  own  homes  and  to  lead  productive  and 
satisfying  lives  in  their  communities. 
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The  President's  plan  offers  real  hope  and  tangible  long- 
term  support  to  children  with  disabilities,  their  families, 
and  to  working  age  adults  in  the  form  of  a  major  expansion  in 
community-based  long  term  care  services.     This  new  program 
will  provide  significantly  increased  Federal  funding  to  help 
States  offer  a  wide  array  of  personal  assistance  and  related 
supports  to  people  with  severe  disabilities. 

Eligibility  for  this  new  program  is  based  on  functional 
and  cognitive  impairment  rather  than  age,  type  of  disability, 
or  income.     Eligible  persons  will  have  the  opportunity  to 
receive  a  wide  array  of  long  term  supports  including  attendant 
services,  assistive  devices,  home  modifications,  and  home 
maker  services,  in  addition  to  vouchers  and  direct  cash 
payments.     States  must  permit  participants  who  are  able  to 
manage  their  own  services  to  do  so  —  including  hiring, 
training,  and  firing  their  own  providers.     Consumers  and  their 
representatives  will  be  required  to  be  involved  in  all  aspects 
of  the  design,  implementation  and  oversight  of  the  new  Home 
and  Community  Service  program  to  assure  that  it  is  responsive 
to  the  wide  array  of  needs  of  people  with  disabilities. 

When  the  program  is  fully  phased  in,  approximately  $38.3 
billion  new  Federal  dollars  will  be  available  annually  to 
provide  service  to  over  3  million  persons. 

Tax  Credit 

The  President's  long  term  care  plan  will  also  provide  tax 
relief  to  people  with  disabilities  who  want  to  work,  but 
cannot  afford  the  high  out-of-pocket  costs  of  personal 
assistance  services.     The  Health  Security  Act  includes  a  50% 
tax  credit  for  persons  with  disabilities  for  out-of-pocket 
expenditures  on  personal  assistance  and  related  services,  up 
to  a  maximum  of  $15,000  per  year  (or  earned  income,   if  less) 
—  for  a  maximum  credit  of  $7,500.     This  tax  credit  phases  out 
for  persons  with  incomes  between  $50,000  and  $70,000. 

Transitional  Insurance  Reform 

As  you  know,  comprehensive  reform  will  take  a  few  years 
to  fully  implement.     During  the  interim  it  is  critical  that  we 
protect  existing  insurance  coverage  for  employers  and 
families.     We  must  assure  that  insurers  do  not  drop  the  most 
vulnerable  in  anticipation  of  a  system  in  which  they  are 
forced  to  compete  based  on  price  and  quality,  rather  than 
their  ability  to  attract  the  healthy  and  avoid  the  sick. 

The  Health  Security  Act,  therefore,   includes  a  series  of 
transitional  insurance  reforms  that  guard  against  the  most 
egregious  abuses  by  health  insurers  prior  to  the  creation  of  a 
fully  reformed  market  and  the  formation  of  health  alliances. 

These  reforms  include: 

Health  insurers  are  prohibited  from  terminating  or 
failing  to  renew  coverage  for  a  group  or  individual, 
except  in  cases  of  non-payment  of  premiums,  fraud, 
or  misrepresentation  in  an  application  for  coverage 
or  claim  for  benefits. 

•  Insurers  are  required  to  provide  coverage  for  new 
employees  of  an  employer  that  purchases  insurance, 
regardless  of  health  status. 

•  Premium  increases  cannot  be  varied  according  to  the 
health  status  of  the  group  or  individual. 
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•  Exclusions  for  pre-existing  conditions  are  limited, 
and  individuals  who  are  continuously  insured  are  not 
required  to  meet  a  new  waiting  period  for  pre- 
existing conditions  when  switching  coverage. 

•  Self-insured  health  plans  may  not  arbitrarily  reduce 
benefits  for  high  cost  illnesses. 

•  The  National  Transitional  Health  Insurance  Risk  Pool 
is  established  to  provide  coverage  to  individuals 
who  are  vmable  to  obtain  private  coverage  because  of 
their  health  status. 

•  And,  insurers  will  be  required  to  obtain  prior 
approval  for  prenium  increases  higher  than  the 
threshold  percentage  set  by  the  Secretary. 

These  transitional  insurance  reforms  by  no  means 
represent  comprehensive  reform,  as  ultimately  envisioned  by 
the  Health  Security  Act.     They  will,  however,  protect  against 
the  most  extreme  abuses  we  see  in  the  insurance  market  today, 
and  they  will  ensure  an  orderly  transition  to  a  system  that 
guarantees  health  security  for  all  Americans  and  effective 
control  of  health  costs. 

Conclusion 

Mr.  Chairman,     approximtely  3  9  million  Americans, 
including  many  people  who  have  special  needs,  go  without 
health  coverage.     Far  too  many  people  most  in  need  of  services 
are  uninsured  or  lose  their  insurance  just  when  they  need  it 
most.     We  can  either  address  the  problem  head  on  —  organize 
health  care  delivery  and  financing,  so  that  system  works  for 
all  Americans  —  or  deny  the  problem  and  let  the  system  grow 
more  and  more  unfair,  expensive,  and  out  of  control.     We  must 
join  forces  and  solve  this  problem.     We  must  work  together  to 
create  a  rational  system  in  which  those  who  need  health  care 
and  long  term  services  the  most  have  security  of  care. 
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Chairman  Jacobs.  Thank  you,  Dr.  Feder. 
Mr.  Running. 

Mr.  Running.  Dr.  Feder,  I  would  Hke  to  ask  you  some  specifics 
about  the  health  care  regarding  Social  Security  disability  bene- 
ficiaries who  return  to  work.  You  have  described  the  President's 
proposal  to  us  in  general  terms.  I  wonder  if  you  would  tell  us  more 
specifically  how  it  would  affect  a  Social  Security  benefician^  who  at- 
tempts to  return  to  work  full-time,  assuming  the  disability  itself 
continues,  and  that  the  worker  is  in  an  extended  period  of  eligi- 
bility. Who  would  provide  primary  coverage? 

Dr.  Smits.  Like  other  employed  Medicare  beneficiaries,  that  indi- 
vidual would  receive  their  primary  coverage  through  the  alliance. 

Mr.  BuNNiNG.  The  alliance.  Then  Medicare  would  be  a  secondary 
provider  of  

Dr.  Smits.  Yes.  Once  you  have  been  qualified  for  Medicare  as  dis- 
abled, you  are  eligible  permanently  to  buy  into  Medicare.  Upon 
leaving  Medicare,  it  would  no  longer  be  the  secondary  payer,  but 
an  individual  could  come  back  to  it  immediately  upon  return  to  dis- 
ability. 

Mr.  Running.  OK.  Are  they  eligible  to  buy  a  supplemental? 

Dr.  Smits.  Oh,  yes.  One  of  the  most  

Mr.  Running.  Why  would  Medicare  come  in  at  all? 

Dr.  Smits.  Medicare  would  remain  as  the  backstop  at  the  time 
when  they  are  disabled,  but  once  they  are  employed,  the  disabled 
are  entitled  to  full  coverage  through  the  alliance  with  additional 
premium  support  if  they  are  low-income. 

Mr.  Running.  What  nappens  if  the  work  is  part-time? 

Dr.  Smits.  If  the  work  is  part-time  it  depends  on  the  amount  of 
time  worked  and  the  income  level.  If  the  work  is  at  least  40  hours 
per  month,  the  income  level  is  very  generous  

Mr.  Running.  They  would  still  be  covered  by  the  alliance? 

Ms.  Feder.  I  think  what  Dr.  Smits  is  describing  is  when  they  are 
working.  You  are  describing  a  situation  in  which  a  person  is  no 
longer  eligible  for  the  Medicare  coverage.  Is  that  what  you  are  dis- 
cussing? 

Dr.  Smits.  After  they  go  back  to  work. 

Ms.  Feder.  When  they  return  to  work  and  are  no  longer  eligible 
for  Medicare  coverage,  they  are  essentially  covered  as  all  workers 
are  covered,  which  means  tnat  they  share  in  the  premium  contribu- 
tions. They  have  an  employer  contribution  and  their  own.  If  they 
are  working  part-time,  they  would  only  contribute  toward  what  the 
employer  would  contribute.  If  there  is  a  missing  employer  piece, 
they  would  contribute  to  that  if  their  income  or  non-work  income 
sources  are  high  enough. 

Mr.  Running.  What  happens  if  the  job  ends? 

Ms.  Feder.  Essentially  you  mean  for  anybody? 

Mr.  Running.  No.  That  disabled  worker  who  goes  back  to  work. 
What  happens  if  the  job  ends?  In  other  words,  there  is  no  more 
work.  Do  they  go  back  into  Medicare? 

Dr.  Smits.  Yes.  Recent  modifications  to  Medicare  essentially 
guarantee  the  disabled  access  to  Medicare  once  they  have  been 
through  that  24-month  waiting  period.  So  if  a  disabled  individual 
goes  to  work,  works  for  a  while,  either  under  the  current  system 
or  under  reform,  has  other  insurance,  and  then  is  unable  to  con- 
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tinue  to  work — ^which  happens  with  certain  forms  of  disability — 
then  they  are  eligible  again  for  Medicare  without  a  waiting  period. 

Mr.  Running.  Without  a  waiting  period? 

Dr.  Smits.  Yes. 

Mr.  Running.  Would  the  answer  change  in  the  event  of  a  work- 
ing spouse? 

Ms.  Feder.  I  believe  where  an  individual  who  is  eligible  for  Med- 
icare but  has  a  working  spouse  covered  through  their  employer  cov- 
erage, that  coverage  predominates. 

Mr.  Running.  Who  would  keep  track  of  all  this?  Who  keeps  track 
of  it? 

Ms.  Feder.  Essentially,  keeping  track  of  coverage  is  part  of  the 
alliance  functions  for  the  employer  and  the  employee  and  remains 
a  Medicare  function  to  the  extent  that  that  is  a  Medicare  respon- 
sibility. 

Mr.  Running.  In  other  words,  the  alliance  would  have  that  same 
responsibility  with  any  disabled  or  anyone  covered  by  the  alliance? 

Ms.  Feder.  The  alliance  is  responsible  for  seeing  that  everyone 
is  enrolled,  which  is  also  a  State  function. 

Mr.  Running.  Does  that  sound  like  a  bureaucracy  to  you? 

Ms.  Feder.  It  sounds  like  a  responsibility  to  me,  and  it  seems 
to  me  that  essentially  when  people  are  working  and  we  require  or 
we  have  reporting  systems  that  operate  through  the  employment 
system,  which  is  what  we  have  today,  and  

Mr.  Running.  We  do  not  have  that  today. 

Ms.  Feder.  We  have  many  reporting  requirements  through  em- 
ployment today,  and  I  think  that  is  readily  accommodatable  since 
insurance  is  something  that  employers,  most  employers,  are  now 
providing. 

Mr.  Running.  Usually  an  administrator  takes  care  of  that. 

Ms.  Feder.  Someone,  usually  an  administrator.  You  are  saying 
an  administrator.  With  an  employer,  it  is  part  of  general  payment 
practices. 

Mr.  Running.  Or  the  insurance  that  you  would  have  takes  care 
of  keeping  track  of  who  and  who  does  not  work  and  who  is  ehgible 
and  who  is  not. 

Ms.  Feder.  Employers  are  making  payments  today  for  insurance. 
We  would  expect  them  to  continue  to  do  it.  We  would  just  expect 
them  to  do  it  for  everybody. 

Mr.  Running.  Thank  you,  Mr.  Chairman. 

Chairman  Jacobs.  A  couple  of  questions.  Under  the  President's 
system,  the  24-month  waiting  period  after  you  have  been  deter- 
mined to  need  the  Medicare,  you  wait  2  years.  I  understand  that — 
well,  that  speaks  for  itself,  obviously,  but  it  would  be  better  if  you 
could  get  it  right  away,  and  many  people  are  determined  retro- 
actively to  have  been  disabled,  and  that  retroactive  period  does  not 
count  as  part  of  the  2  years'  wait,  even  though  they  are  com- 
pensated for  it,  for  Medicare.  Is  that  correct? 

Dr.  Smits.  I  would  have  assumed  your  24-month  wait  began  the 
date  on  which  you  were  declared  totally  and  permanently  disabled. 

Chairman  Jacobs.  I  have  been  told  otherwise,  and  I  am  not  sure. 

Dr.  Smits.  I  would  be  glad  to  answer  that  for  the  record.  It  is 
an  important  detail. 

Chairman  Jacobs.  Yes.  Why  don't  we  find  out  about  that? 
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[The  following  was  subsequently  received:] 

The  24-month  waiting  period  for  Medicare  eligibility  begins  on  the  date  that  the 
Social  Security  Administration  determines  an  individual  to  be  disabled,  including  a 
retroactive  date.  So  the  retroactive  period  for  disability  does  apply  to  the  24-month 
waiting  period  for  Medicare. 

ChairmEin  Jacobs.  Dr.  Feder,  Blue  Cross/Blue  Shield  in  Califor- 
nia, according  to  news  reports,  announced  recently  that  they  were 
going  to  accept  preexisting  conditions. 

Ms.  Feder.  I  don't  know  the  specifics  of  their  announcement. 

Dr.  Smits.  Mr.  Chairman,  they  are  doing  it  by  charging  a  good 
deal  more.  They  have  three  levels.  They  have  a  regular  level,  they 
have  a  level  if  you  are  a  little  sick,  and  then  they  have  a  very  hign 
level  if  you  have  got  a  big-league  preexisting  condition.  I  have  to 
admire  them  for  being  willing  to  insure  people  who  many  insurers 
will  not  insure  at  all,  but  it  is  not  economical. 

Chairman  Jacobs.  Yes,  that  is  my  point.  You  do  not  always  get 
what  you  pay  for,  but  you  almost  always  get  no  more. 

I  want  to  thank  both  of  vou  for  sucn  concise  testimony,  not  onlv 
because  of  the  brevity  but  because  of  the  enrichment  to  the  record. 
We  thank  you  for  your  appearance  before  the  committee. 

Dr.  Smits.  Thank  you. 

Ms.  Feder.  Thank  you. 

Chairman  Jacobs.  We  will  call  the  next  panel:  Allan  Bergman, 
chair  of  Long-Term  Services  and  Support  Task  Force;  Rebecca  Ogle 
of  Washington,  D.C.;  and  Karen  Vaughn  of  Indianapolis,  Ind. 

Mr.  Bergman,  would  you  

Mr.  Bergman.  I  think  Ms.  Ogle  would  like  to  go  first,  if  that  is 
all  right,  Mr.  Chairman. 
Chairman  Jacobs.  That  is  fine. 

STATEMENT  OF  REBECCA  OGLE,  WASHINGTON,  B.C. 

Ms.  Ogle.  Good  afternoon,  Mr.  Chairman  and  Mr.  Bunning.  My 
name  is  Becky  Ogle,  and  I  appreciate  this  opportunity  to  inform 
the  subcommittee  about  my  personal  journey  on  Medicare  and 
through  the  present  health  care  system.  While  I  am  currently  em- 
ployed by  the  National  Association  of  Medical  Equipment  Services, 
I  appear  before  you  today  to  portray  my  own  personal  experiences 
and  views  and  not  those  of  my  employer. 

I  am,  as  you  can  see,  a  woman  with  a  disability.  I  was  bom  in 
1956  with  spina  bifida  or  myelomeningocele,  a  complicated  congeni- 
tal birth  defect.  I  state  the  year  of  my  birth  as  a  means  of  reference 
for  you.  It  was  not  imtil  the  latter  portion  of  the  1950s  that  medi- 
cal technology  had  advanced  in  order  that  people  with  spina  bifida 
survived  past  childhood.  I  have  been  fortunate  to  have  been  the  re- 
cipient of  some  of  the  finest  medical  technology  known  to  human- 
kind and  to  have  had  access  to  this  invaluable  care  which  has  en- 
abled me  to  sit  before  you  today.  It  is  my  hope,  if  the  Health  Secu- 
rity Act  passes,  that  I  will  still  nave  access  to  those  services. 

I  was  also  blessed  to  have  had  parents  with  foresight  and  hope, 
for  at  my  birth  my  father  was  able  to  obtain  a  Blue  Cross/Blue 
Shield  policy  for  the  duration  of  my  life.  Blue  Cross/Blue  Shield 
was  willing  to  do  this  because  it,  like  others,  believed  my  life  was 
going  to  be  brief.  I  have  survived  and  endured,  much  to  the  chagrin 
of  Blue  Cross/Blue  Shield.  [Laughter.] 
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Ms.  Ogle.  But  I  will  soon  reach  my  lifetime  limits,  and  Blue 
Cross/Blue  Shield  will  then  have  legal  justification  to  eliminate  me 
from  their  rolls.  If  H.R.  3600  passes,  that  no  longer  will  happen  to 
me. 

I  would  also  like  to  add  at  this  point  I  agreed  to  come  forv^ard 
to  speak  on  behalf  of  many  individuals  out  there  on  SSDI^Iedicare 
that  are  too  frightened  to  speak  for  themselves  for  fear  of  retribu- 
tion from  SSA.  SSA  cannot  mess  up  my  life  much  more  than  they 
already  have,  so  I  am  here  today  to  speak  out  for  ever>'body. 

As  I  previously  stated,  I  am  a  Medicare  beneficiar>\  At  least  I 
was  last  week.  My  Medicare  eHgibilit>^  began  in  1981.  The  1980s 
were  a  particularly  difficult  time  for  me.  I  spent  more  time  in  hos- 
pitals than  out,  from  Tennessee,  the  Carolinas,  Baltimore,  Wash- 
ington, Houston.  In  some  of  those  locations,  I  would  attempt  to 
work.  Usually  this  added  to  my  physical  complications,  and  I  would 
end  up  leaving  due  to  illness.  It  was  not  until  Januarv^  1990  that 
I  finally  was  able  to  increase  my  physical  stamina  to  the  point  of 
being  able  to  entertain  the  thought  of  full-time  employment.  Up 
until  that  point,  my  SSDI/Medicare  had  continued  unquestioned. 

In  January  1990,  with  trepidation,  I  accepted  emplo^inent  from 
the  Spina  Bifida  Association  of  America  in  Washington,  D.C.  I 
thought  I  was  pretty  knowledgeable  about  my  rights  under  Medi- 
care. I  was  hired  to  protect  the  rights  of  other  indi\iduals  with 
spina  bifida.  If  I  had  knov»TL  then  what  I  know  now,  I  would  have 
never  accepted  employment  with  any  group  because  it  jeopardized 
my  Medicare  coverage.  Now  I  am  reinstated  1  day  and  off  another. 
It  has  been  a  continual  nightmare  and  a  labyrinth  most  of  the 
time. 

Essentially  SSA  had  calculated  my  work  back  into  1983  when  I 
worked  a  sporadic  amount  of  time  in  and  out  of  those  various  loca- 
tions I  previously  mentioned.  It  was  back  in  1983  that  SSA  haggled 
me  over  working  for  1  month,  and  afler  many  months  of  my  prov- 
ing to  them  that  they  were  wrong,  they  turned  around  and  issued 
me  a  check  for  $7,683.  So  I  was  pretty  used  to  all  of  the  discrep- 
ancies with  SSA. 

Needless  to  say,  my  latest  notification,  I  have  been  notified  again 
of  an  overpayment,  and  that  has  been  less  easily  resolved.  I  was 
terminated  from  Medicare  effective  April  1991,  which  left  me  with 
my  Blue  Cross/Blue  Shield  poHcy  as  my  primary  insurance.  This 
has  accelerated  my  reaching  my  lifetime  limit. 

My  new  employer,  the  National  Association  of  Medical  Equip- 
ment, cannot  offer  me — they  offered  me  insurance,  but  the  insur- 
ance will  not  accept  me  because  of  the  preexisting  condition.  Hope- 
fully when  H.R.  3600  passes  that  no  longer  will  be  an  option  for 
insurance  CEirriers. 

In  December  1993,  I  was  once  again  notified  bv  SSA  that  I  was, 
in  fact,  determined  disabled  and  considered  elig^/de  ::r  SSD I  Medi- 
care once  again.  My  work  trial  period  has  begun  again  effective 
February.  I  was  able  to  reenter  the  system  because  I  was  unem- 
ployed after  going  through  a  lengthy  surgery  in  August  1993.  I  was 
extremely  hesitant  to  reenter,  but  I  was  ad\dsed  by  an  SSA  rep- 
resentative that  this  was  the  only  way  to  straighten  out  the  origi- 
nal mess  of  my  Medicare  coverage. 
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If  all  works  out  the  way  it  is  supposed  to,  as  written  by  law,  I 
should  be  able  to  pay  as  a  private  citizen  for  Medicare,  with  or 
without  the  Health  Security  Act.  That  is  not  the  way  it  worked  out 
the  last  time.  I  paid.  They  terminated  me  anyway. 

Chairman  Jacobs.  I  am  afraid  that  is  the  reality.  We  will  take 
the  rest  of  your  statement  on  the  record.  There  are  quite  a  few  wit- 
nesses, and  in  fairness  to  the  others,  I  think  we  had  better  stay 
with  the  5-minute  rule. 

[The  prepared  statement  follows:] 
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TESTIMONY  OF  REBECCA  OGLE 
WASHINGTON,  D.C. 

Mr.  Chairman  and  Members  of  the  Subcommittee: 

Good  afternoon.  My  name  is  Becky  Ogle,  and  I  appreciate  the  opportunity  to  inform  this 
subcommittee  about  my  personal  journey  on  Medicare  and  through  the  present  health  care  system. 
While  I  am  currently  employed  by  the  National  Association  of  Medical  Equipment  Services,  I  am 
appearing  before  you  today  to  portray  my  own  personal  experiences  and  views  and  not  those  of  my 
employer. 

I  am,  as  you  can  see,  a  woman  with  a  disability.  I  was  born  in  1956  with  spina  bifida  or 
myelomeningocele,  a  complicated,  congenital  birth  defect.  I  state  the  year  of  my  birth  as  a  means 
of  reference  for  you.  It  was  not  until  the  latter  portion  of  the  1950's  that  medical  technology 
advanced  so  that  thqse  born  with  spina  bifida  might  survive  childbirth.  1  am  very  fortunate  to  have 
been  the  recipient  of  some  of  the  finest  medical  technology  known  to  humankind,  and  to  have  had 
access  to  this  invaluable  care  which  has  enabled  me  to  sit  before  you  today. 

I  was  also  blessed  to  have  had  parents  with  foresight  and  hope,  for  at  my  birth  my  father  was  able 
to  obtain  a  Blue  Cross/Blue  Shield  policy  for  the  duration  of  my  life.  BC/BS  was  willing  to  do  this 
because  it,  like  others,  believed  my  life  was  going  to  be  brief.  I  have  survived  and  endured  much 
to  the  chagrin  of  BC/BS,  but  1  will  soon  reach  my  lifetime  insurance  limit.  BC/BS  will  then  have 
a  legal  justification  to  eliminate  me  from  their  rolls. 

I  would  like  to  add  at  this  point  that  I  agreed  to  come  forward  to  speak  on  behalf  of  the  many 
individuals  out  there  on  SSDI/Medicare  that  are  too  frightened  to  speak  for  themselves  for  fear  that 
there  might  be  retribution  from  SSA.  1  am  not  a  valiant  person,  it  is  simply  that  SSA  can  not  mess 
up  my  life  much  more  than  they  already  have. 

As  I  previously  stated,  1  am  a  Medicare  beneficiary,  or  at  least  I  was  last  week.  My  Medicare 
eligibility  began  in  1981.  The  1980's  were  particularly  difficult  for  me.  I  spent  more  time  in 
hospitals  than  out,  in  Tennessee,  the  Carolinas,  Baltimore,  Houston  and  Washington.  In  some  of 
these  locations  I  would  attempt  to  work,  but  usually  this  added  to  my  physical  complications  and  I 
would  end  up  leaving  the  job  due  to  illness.  It  was  not  until  January  1990  that  1  finally  increased 
my  physical  stamina  to  the  point  of  being  able  to  entertain  the  thought  of  full-time  employment. 
Up  until  diis  point,  my  SSDI/Medicare  had  continued  unquestioned. 

In  January  1990,  with  trepidation,  I  accepted  employment  with  the  Spina  Bifida  Association  of 
America  here  in  Washington,  D.C.  I  thought  I  was  knowledgeable  concerning  my  rights  under 
Medicare,  and,  in  all  honesty,  if  I  had  known  then  what  I  know  now,  I  probably  would  not  have 
accepted  employment  that  would  jeopardize  my  Medicare  coverage  the  way  it  has.  Now  I  am 
reinstated  one  day  and  off  another.  It  has  been  a  continual  nightmare  and  a  labyrinth  most  of  the 
time. 
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Essentially  SSA  calculated  my  work  time  differently  than  I  had,  resulting  in  my  early  dismissal.  The 
system  has  broken  down  in  conflict  and  confusion.  I  should  have  been  given  the  opportunity  to  buy 
into  the  Medicare  program  as  a  private  citizen,  and  I  was  able  to  do  so  for  a  three  month  period, 
but  this  was  abruptly  terminated  when  I  was  contacted  concerning  an  overpayment.  I  had  received 
a  notice  of  this  nature  before  in  1983.  After  several  months  of  haggling  and  showing  proof  that  SSA 
was  wrong  in  their  determination,  I  received  a  check  in  the  sum  of  $7,  683.00.  In  one  moment  I 
owed  SSA,  and  in  the  next  SSA  was  sending  me  money. 

Needless  to  say,  my  latest  notification  of  overpayment  has  been  less  readily  resolved.  I  was 
terminated  from  Medicare  effective  April,  1991  which  left  me  with  my  BC/BS  policy  as  primary 
insurance.  This  has  accelerated  my  reaching  the  lifetime  limits  in  my  policy.  I  am  unable  to  obtain 
insurance  through  my  new  employer  because  of  the  pre-existing  condition  exclusion.  In  December, 
1993,  I  was  notified  by  SSA  that  I  was  considered  disabled  and  eligible  for  SSDI/Medicare.  My 
work  trial  period  began  again  in  February  of  this  year.  I  was  able  to  re-enter  the  system  because 
I  was  unemployed  after  undergoing  another  surgery  in  1993.  I  was  extremely  hesitant  to  re-enter, 
but  I  was  advised  by  an  SSA  representative  that  this  was  the  only  way  to  straighten  out  the  original 
mess  so  that  I  could  get  Medicare  coverage.  If  all  works  out  the  way  it  is  supposed  to,  as  written 
by  law,  I  should  be  on  the  trial  period  for  nine  months  and  re-assessed  at  that  time.  If  the  incentive 
is  to  keep  me  employed  then  I  should  be  able  to  obtain  Medicare  through  the  private  buy-in  program. 
We'll  see. 

I  often  wonder  why  I  spend  the  amount  of  physical  and  mental  time  attempting  to  obtain  or  maintain 
my  Medicare  coverage.  Some  days  it  is  an  all  day  adventure,  and  in  many  instances  Medicare  falls 
short  in  terms  of  my  health  care  needs.  For  instance,  I  underwent  surgery  for  bladder  augmentation 
in  May,  1990  to  improve  bladder  function  and  quality  of  life.  As  a  result  of  not  being  adequately 
rotated  after  surgery  to  prevent  pressure  sores,  I  incurred  three  severe  decubitus  ulcerations  which 
demanded  home  visiting  nurses  and  medications  twice  daily.  I  also  required  an  ultralight  wheelchair 
with  a  proper  seat  cushion  to  alleviate  further  breakdown  of  these  sores. 

Medicare  denied  coverage  of  the  lightweight  wheelchair,  and  instead,  provided  me  with  a  chair  that 
was  too  heavy  for  me  to  lift  in  and  out  of  my  car  without  assistance.  The  cushion  which  was 
purchased  was  of  no  benefit  whatsoever.  The  only  way  Medicare  would  continue  to  provide  the 
nursing  service  twice  daily  was  if  I  stayed  at  home  full  time.  I  wasn't  sick;  I  simply  needed  the 
expertise  of  the  service  being  provided  by  Home  Health  Care  extended  services. 

Due  to  the  arbitrary  restrictions  in  the  Medicare  rules,  I  not  only  suffered  further  skin  breakdowns 
from  not  being  in  a  properly  fitted  wheelchair  and  cushion,  but  I  had  to  have  additional  surgery  in 
August  of  last  year  on  the  same  pressure  sores.  In  turn,  I  was  out  of  commission  for  over  two 
months.   This  might  have  been  prevented  if  Medicare  had  paid  for  a  properly  fitting  lightweight 
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wheelchair.  Failure  to  provide  quality,  medically  necessary  services  and  eqfuipmenl  in  a  tioefy 
manner  resulted  in  costly  surgeiy.  and  at  an  exorbitant  expense  to  me  emotionally. 

With  each  day's  passing,  I  am  increasingly  aware  of  an  internal  escalation  of  fear.  I  no  longer  viatt 
my  mailbox  daily  for  fear  that  the  dreaded  temrinalion  letter  from  BC/BS  awaits  me.  or  better  }'et. 
Medicare  has  determined  me  to  be  ineligible  for  coverage.  Generally,  what  I  am  welcomed  with  are 
claims  from  Medicare  wiiich  have  been  denied  or  extremely  imderpaid.  This  is  an  unacceptable  and 
unnecessary  experience  in  my  life.  This  continual  stress  regarding  healtih  coverage  continues  to  take 
its  toll  on  my  physical  being,  and  1  find  this  to  be  socially  irresponsible  and  morally  reprehensible, 

On  July  26,  1990  President  Bush  signed  into  law  one  of  the  country's  most  far  reachmg 
comprehensive  civil  ri^K  legislation,  the  Americans  with  DisabUiries  Acl  I  and  many  of  my 
colleagues  attended  the  signing  ceremonj'  with  the  clear  expectation  tiiat  we  woulc  :  r  :  _ .  :  run  with 
comprehensive  health  care  reform.  As  great  and  historic  as  this  law  is,  ihe  ADA's  promises  of 
equality  will  never  be  realized  for  people  with  disabilities  tmtil  flus  countrj'  admits  that  health  care 
is  a  fundamental  right  of  all  human  beings.  Health  care  is  the  missing  linlr  in  our  pursuit  of 
empowerment,  inclusion  and.  ultimately,  INDEPENDENCE. 

I  am  hopeful  despite  my  health  care  insurance  dilemmas  -w^iich  confront  me  daily.  I  am  hapd^ 
because  President  Clinton's  Health  Security  Act  addresses  many  of  the  current  problems  -Rtedi  I 
experience,  I  commend  the  President  and  First  Lady  on  challenging  this  country  to  do  the  right  thing 
and  for  offering  the  vehicle  for  reaching  this  goal.  For  instance,  the  Health  SecuriQ'  Act  guarantees 
coverage  to  aU  indi\dduals  independent  of  employment  status  or  pre-existing  health  condirions.  Il 
also  guarantees  a  comprehensive,  specified  benefits  package  as  well  as  a  long-term  care  provision 
and  home  and  community-based  services.  Equallj'  as  important,  this  coverage  lasts  a  lifetime  and 
can  never  be  taken  away. 

The  Health  Security  Act  is  not  a  panacea,  but  it  is  a  substantial  beginning  pomt.  1  urge  )'ou  and  yam 
fellow  Members  of  Congress  to  work  in  the  spirit  of  bi-partisanship  whidi  characterized  the  passage 
of  the  ADA  in  order  to  pass  legislation  that  guarantees  universal  conprehensrve  health  care  coverage 
to  all  Americans. 
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Chairman  Jacobs.  Ms.  Vaughn,  are  you  going  next? 

STATEMENT  OF  KAREN  VAUGHN,  DTOIANAPOLIS,  IND.,  ON 
BEHALF  OF  CONSORTIUM  FOR  CITIZENS  WITH  DISABIL- 
ITIES, AND  UNITED  CEREBRAL  PALSY  ASSOCIATION,  INC. 

Ms.  Vaughn.  Good  afternoon,  Mr.  Chairman  and  members  of  the 
committee.  I  am  extremely  happy  to  be  here.  My  name  is  Karen 
Vaughn.  I  am  from  IndianapoHs,  Ind.,  and  I  would  like  to  thank 
you  for  this  opportunity  to  testify  about  my  experience  with  disabil- 
ities, the  Social  Security  Disability  Program,  and  employment.  I  am 
here  representing  the  Consortium  for  Citizens  with  Disabilities  and 
United  Cerebral  Palsy  Association,  and  I  am  pleased  to  testify 
about  how  the  President's  Health  Security  Act  will  facilitate  my 
full-time  emplo5mient. 

In  1976,  when  I  was  18,  my  life  was  dramatically  changed  due 
to  an  accident.  I  was  completely  paralyzed  from  the  neck  down. 
There  was  little  or  no  rehabilitation  for  someone  in  my  condition 
because  the  prognosis  was  so  bleak  at  that  time,  up  to  1  year.  Re- 
turning home  to  live  with  my  parents  was  very,  very  difficult.  We 
were  not  ever  informed  of  any  outside  assistance  that  was  available 
to  us. 

When  my  father's  insurance  benefits — which  happened  to  be 
Blue  Cross/Blue  Shield  also— ran  out,  I  was  forced  as  a  young  adult 
to  go  on  to  Medicaid.  This  was  devastating  to  me,  one  of  the  rea- 
sons being  that  the  doctor  that  had  served  me  all  my  life,  our  fam- 
ily practitioner,  refused  to  take  care  of  me  because  he  said,  "I  do 
not  handle  those  kinds  of  patients."  That  was  just  my  first  encoun- 
ter with  discrimination  as  being  a  Medicare  recipient. 

I  began  receiving  SSDI  when  my  mother  passed  away  in  1977. 
Like  I  said,  not  having  those  outside  supports  can  really  make  a 
stressful  situation.  Again,  I  had  to  wait  3  years  before  I  was  able 
to  go  on  to  Medicare  because  there  was  1  year  between  my  accident 
and  my  mother's  death  and  then  2  more  years  after  I  received  her 
SSDI  funds. 

Not  knowing  again  about  the  outside  services  available,  my  fa- 
ther was  forced  to  put  me  in  my  first  nursing  home.  Being  an  ac- 
tive teenager,  19,  being — well,  that  says  it  itself.  I  just  did  not 
seem  to  fit  the  mode  of  being  incarcerated  in  an  institution.  There 
were  a  series  of  7  facilities  in  a  period  of  4  years.  I  was  very,  very 
fortunate  to  get  an  accessible  housing  situation,  have  my  own 
apartment  after  the  fifth  year  of  my  injury.  I  was  out  of  the  institu- 
tions, but  I  was  not  out  of  the  system. 

During  those  5  years,  I  attended  universities,  I  had  training,  and 
up  until  1989,  I  had  not  been  employed.  The  thought  of  being  em- 
ployed was  just  beyond  anything  I  could  imagine.  But  in  1989  I 
was  hired.  I  was  trained  as  a  computer  programmer,  but  I  was 
hired  at  the  Internal  Revenue  Service  as  a  taxpayer  representative. 
I  was  very  happy  to  be  employed,  even  at  the  IRS.  Being  an  IRS 
employee  causes  bad  jokes. 

Chairman  Jacobs.  Well,  that  is  OK.  What  is  so  bad  about  that? 
You  do  not  pay.  We  do.  [Laughter.] 

Ms.  Vaughn.  Right.  For  the  first  time  in  my  life,  I  was  putting 
back  into  the  system  and  not  taking  from  the  system.  I  was  helping 
someone.  I  wasn't  using  my  computer  programming  skills,  but  I 
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used  computers  and  a  phone.  No  one  even  knew  I  had  a  disabiHty. 
I  was  elated.  I  was  the  happiest  taxpayer  around,  I  think. 

That  did  not  last.  The  technology  was  not  available  for  me  to 
continue  my  employment.  I  made  $128  a  week  because  I  worked 
part-time.  Special  transportation  was  $80  a  week.  Mv  SSI  was 
gone,  of  course,  because  for  every  $2  you  make  they  taxe  $1.  I  no 
longer  received  the  SSI,  but  I  still  received  $164  a  month  of  SSDI. 
I  did  live  in  subsidized  housing,  however,  which  saved  my  life.  But 
essentially  I  did  not  get  to  keep  any  of  the  money  that  I  made,  but 
it  was  worth  it  to  me  to  work.  I  was  putting  back,  I  was  helping, 
and  I  did  not  feel  like  a  second-class  citizen.  But  I  do  understand 
why  so  many  people  with  disabilities  choose  to  stay  home  and  not 
work.  The  incentives  just  are  not  there. 

In  1991,  I  was  forced  to  resign,  again  because  my  employer  could 
not  supply  the  assistive  technology  for  me  to  go  with  my  training. 

In  1992,  I  became  an  advocate.  I  was  trained  in  Partners  in  Pol- 
icymaking. It  was  funded  by  the  Governor's  Planning  Coimcil  on 
Developmental  Disabilities,  where  I  learned  about  the  Americans 
with  Disabilities  Act.  I  was  so  encouraged  when  I  heard  about  the 
ADA.  I  finally  had  a  law  that  would  protect  my  God-given  right  to 
be  treated  equally  by  employers  and  by  anybody  tnat  provided 
services  for  anyone.  It  looked  to  me  like  a  way  to  get  off  the  sys- 
tem, but  it  seems  like  the  system  is  fighting  against  me. 

Indiana  is  a  209  B  State.  I  enjoyed  a  PASS  (Plan  to  Achieve  Self 
Support)  plan  from  June  1992,  in  which  I  have  set  aside  funds,  my 
SSDI  funds,  to  buy  a  van  so  that  I  could  go  to  work.  But  because 
Indiana  is  a  209  B  State,  they  write  their  own  regulations  for  Med- 
icaid. And  because  of  the  way  they  interpret  Federal  Social  Secu- 
rity regulations,  if  I  am  not  blind,  I  cannot  participate  in  the  PASS 
program,  which  has  forced  me  to  sue  Medicaid  in  my  State  on  the 
basis  of  discrimination.  I  would  really  like  to  tell  you  about  that. 

Chairman  Jacobs.  Maybe  on  the  questions  later  on  we  can  ex- 
pand a  little  bit.  Again,  we  have  to  deal  with  the  witnesses  who 
are  

Ms.  Vaughn.  Right.  I  imderstand. 
[The  prepared  statement  follows:] 
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TESTIMONY  OF  KAREN  VAUGHN 
CONSORTIUM  FOR  CITIZENS  WITH  DISABILITIES  AND 
UNITED  CEREBRAL  PALSY  ASSOCIATION 

Good  afternoon,  Mr.  Chairman,  members  of  the  Committee.  My  name  is  Karen  Vaughn  from 
Indianapolis,  IN.  Thank  you  for  this  opportunity  for  testify  about  my  experience  with  disability, 
the  Social  Security  Disability  Program  and  employment.  I  am  representing  the  Consortium  for 
Citizens  with  Disabilities  and  United  Cerebral  Palsy  Associations,  Inc.  and  am  pleased  to  testify 
about  how  the  President's  Health  Security  Act  will  facilitate  my  full  time  employment. 

BACKGROUND: 

In  1976,  when  I  was  eighteen,  my  life  was  drastically  changed  after  an  accident  left  me 
completely  paralyzed  from  the  neck  down.  My  family  was  told  it  was  doubtful  that  I  would  live 
through  the  year,  but  they  just  neglected  to  mention  it  to  me.  At  that  time  there  was  little  or 
no  rehabilitation  for  someone  in  my  condition  other  than  learning  to  type  and  write  my  name. 
I  was  however,  encouraged  to  complete  the  one  credit  necessary  to  finish  high  school.  It  would 
take  some  time  for  the  impact  to  set  in. 

Returning  home  to  live  with  my  parents  was  difficult  because  there  were  no  personal  assistants 
or  other  paid  supports  outside  the  family  or  assistive  devices  other  than  my  mouthstick  to  turn 
pages  with.  We  were  never  informed  that  these  services  were  available  to  us.  I  stayed  with  my 
family  who  cared  for  me  until  the  death  of  my  mother  the  following  year.  My  mother  was  fifty 
years  old,  with  no  history  of  heart  problems.  The  added  stress  of  my  care,  with  no  outside 
support,  was  just  too  much. 

PUBLIC  BENEFITS: 

When  my  father's  insurance  benefits  ran  out  after  reaching  the  lifetime  limit,  I  was  forced,  as 
a  young  adult,  to  go  on  Medicaid.  My  family  doctor  who  had  been  our  family  doctor  for  years 
and  years  refused  to  treat  me  saying,  "We  don't  take  those  kind  of  patients"  once  he  discovered 
I  was  on  Medicaid  public  assistance.  Because  more  than  one  person  lived  in  my  home,  (my 
parents  and  a  twelve  year  old  brother),  who  could  potentially  push  my  wheelchair.  Medicaid 
would  not  pay  for  an  electric  wheelchair  because  it  was  not  "medically  necessary".  As  a  result, 
I  was  basically  stationary  unless  someone  pushed  me  around  our  older  tri-level  home.  When 
Vocational  Rehabilitation  purchased  a  chin  driven  electric  chair  for  me  I  experienced 
independence  for  the  first  time  in  the  summer  of  1977! 

I  began  receiving  SSDI  when  my  mother  passed  away  (in  1977).  I  started  receiving  it  because 
I  was  under  21.  My  brother  also  received  SSDI  as  a  survivor.  I  had  to  wait  three  years  after 
the  onset  of  my  disability  to  get  Medicare.  Under  Medicare  there  was  a  problem  getting  an 
electric  powered  wheelchair.  I  first  had  to  provide  a  20%  copayment  before  ordering  from 
Medicare  and  they  had  to  approve  it  first. 

INSTITUTIONALIZATION: 

After  my  mother's  death,  and  being  unaware  of  any  in-home  assistance  programs  through 
Medicare  or  Medicaid,  my  father  was  forced  to  place  me  in  my  first  nursing  home.  I  was 
nineteen  and  a  very  active  teenager,  with  my  own  van,  friends  and  plans  for  a  life.  I  just  was 
not  ready  to  be  incarcerated  in  an  institution.  As  you  can  imagine,  "I  just  did  not  fit  the  mode". 
After  reporting  the  abuse  of  another  patient  to  her  family,  I  was  labeled  "a  difficult  and 
DEMANDING  patient",  and  placement  in  yet  another  institution  "home"  came  soon  after. 

For  a  short  time  I  lived  in  a  hospital  on  the  waiting  list  for  the  County  Home.  I  was  difficult 
to  "place"  because  I  had  acquired  a  "reputation"  and  it  preceded  me  everywhere.  In  the  sixth 
facility  and  while  attending  the  University  of  Indianapolis,  I  was  forced  to  threaten  to  sue  the 
facility  in  order  to  continue  with  my  education. 

Seven  facilities  and  almost  four  years  later  I  was  very  fortunate  to  move  into  my  own  apartment; 
the  first  accessible,  subsidized  complex  in  the  state.  The  housing  complex  was  segregated,  of 
course,  -  that  is  exclusively  for  people  with  disabilities  -  but  I  was  out!  Out  of  the  institutions 
but  not  "The  System". 
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EDUCATION/EMPLOYMENT: 

In  1981  while  pursuing  my  education  in  Para  Legal  studies,  my  educational  funding  was  cut  by 
vocational  rehabilitation.  The  question  of  my  life  expectancy  cropped  up  again.  Was  is  really 
worth  spending  all  this  money  on  a  person  who  could  die  at  any  moment?  My  vocational 
rehabilitation  counselor  told  me  that  when  I  found  something  I  could  physically  do  and  that 
would  financially  sustain  my  many  medical  needs,  to  come  back  and  apply  for  services. 

By  1986  I  had  discovered  the  computer  field  and  found  that  a  four  year  degree  in  Computer 
Science  could  be  lucrative  and  was  physically  feasible  with  the  right  assistive  technology.  Once 
again  I  applied  for  vocational  rehabilitation  services. 

My  physical  "needs"  and  "life  expectancy"  became  an  issue  again  and  I  was  only  authorized  to 
enroll  in  an  eight  month  program  with  a  possible  internship,  (instead  of  a  degree  program)  at 
a  rehabilitation  facility.  No  degree  for  me!  The  computer  training  program  was  accredited 
through  the  University  of  Indianapolis  and  upon  completion  I  went  in  search  of  employment. 

I  didn't  become  a  computer  programmer  but  I  was  hired  for  the  first  time  at  the  Internal 
Revenue  Service  in  October  of  1989.  I  became  a  p>art-time  seasonal  Taxpayer  Representative 
helping  people  on  the  phone  with  tax  problems.  Using  a  computer  to  access  information  and 
to  complete  forms,  callers  never  even  knew  that  I  had  a  disability!  Finally,  I  was  putting  back 
into  the  system  instead  of  constantiy  taking.  I  was  helping  someone  else.  I  BECAME  A 
TAXPAYER!  The  feeling  was  incredible!  Because  I  was  working  part  time,  I  was  not  eligible 
for  health  insurance,  but  I  didn't  feel  like  a  second  class  citizen  on  welfare  any  more! 

WORK  DISINCENTIVES: 

I  made  $128.00  a  week.  Special  transportation  costs  were  $20.00  per  day,  ($80.00  per  week). 
I  no  longer  received  SSI  and  it  seemed  what  was  left  was  owed  to  Medicaid  as  part  of  my  spend 
down.  I  was  still  receiving  $164.00  in  SSDI  from  my  mother's  account.  Still,  it  was  so 
gratifying  that  it  was  all  worth  it.  I  do  understand  the  reason  why  so  many  people  with 
disabilities  stay  at  home  though  and  choose  not  to  work! 

In  1991  I  was  forced  to  resign  or  be  "let  go"  because  my  employer  could  not  provide  the 
necessary  software  to  keep  up  with  my  training.  I  already  had  my  own  computer  in  the 
Indianapolis  office,  and  the  sofr^'are  was  being  used  at  test  sites  in  Boston  and  Houston  but  was 
unavailable  to  transfer  to  Indy. 

ADVOCACY  AND  CIVIL  RIGHTS: 

Early  in  1992  I  began  a  new  type  of  training,  ADVOCACY-  through  the  Partners  in 
Policymaking  Program  funded  by  the  Governor's  Planning  Council  on  Developmental 
Disabilities!  From  Assistive  Technology  to  Special  Education.  I  was  so  encouraged  with  the 
passing  of  the  Americans  with  DisabiUties  Act,  (ADA).  Now  there's  a  law  to  protect  my  God 
given  rights  to  be  treated  equally... by  employers  and  anyone  providing  accommodations  to 
everyone  else!  A  chance  to  get  off  "The  System".  But  now  I'm  finding  I'm  caught  in  it!  "The 
System"  is  fighting  against  me! 

WORK  DISINCENTIVES: 

Indiana  is  a  "209  B"  state  under  Medicaid  and  the  state  writes  it's  own  eligibility  rules  for 
recipients  of  S.S.I.  While  being  a  Medicaid  recipient,  I'm  ineligible  for  the  Social  Security 
work  incentive  program  I've  been  a  part  of  since  June  of  '92  because  I'm  not  blind!  A  PASS 
plan,  (Plan  for  Achieving  Self  Support),  lets  me  set  aside  my  $238  of  SSDI,  (towards  an 
accessible  van).  That  makes  my  SSI  go  from  $186  to  $434.  In  addition,  the  funds  in  my  PASS 
plan  are  considered  resources  and  I  must  "spend  down"  anything  over  $1,500  or  lose  Medicaid. 
People  in  Indiana  who  are  blind  are  exempt  from  these  restrictions.  So  I'm  not  allowed  to  make 
any  money  at  all  and  force  to  stay  dependant.  After  over  a  year  of  appeals  I  have  been  forced 


23 


to  file  a  Class  Action  suit  on  discrimination  charges  against  the  very  State  agency  that  supplies 
my  crucial  medical  support.  It  is  ironic!  I  just  want  to  work!  I  understand  that  Rep  Stark  has 
introduced  a  work  incentive  bill,  H.R.  3264,  which  would  prevent  all  of  the  Medicaid  "209B" 
states  from  doing  what  Indiana  has  done  to  me  and  others  to  prevent  us  from  working. 

EMPLOYMENT  OPTIONS: 

I  have  been  trained  as  an  ADA  Consultant  and  could  have  been  making  $60  to  $100  an  hour 
since  June  of  '92  providing  training  and  doing  property  assessments!  Even  at  part  time,  that's 
a  potential  $1,200  to  $2000  a  week!  I  could  have  accepted  a  job  offered  with  ATTAIN, 
(Accessing  Technology  Through  Awareness  In  IN)  in  the  fall  of  92  as  a  Training  Specialist  but 
without  knowing  what  Medicaid  was  going  to  do,  I  have  worked  for  free  and  attended  more 
training. 

You  may  wonder  why  I  keep  referring  to  Medicaid  but  I  cannot  afford  the  "balance  billing" 
many  physicians  charge  under  Medicare  so  I  am  forced  to  see  only  physicians  who  will  accept 
Medicaid.  I  have  received  a  temporary  injunction  and  I  will  sign  a  contract  with  ATTAIN  soon. 
Since  they  are  funded  by  a  Federal  Grant,  the  unused  money  for  my  position  last  year  had  to 
be  returned  and  we  will  be  using  carryover  funding.  I  will  work  for  a  lot  less  and  as  an 
independent  contractor.  This  will  in  no  way  make  it  possible  for  me  to  become  independent  as 
soon  as  I  anticipated  because  I  cannot  buy  health  care  in  the  open  market  place  as  an  individual 
because  of  exclusions  for  pre-existing  conditions. 

There's  only  a  certain  amount  of  time  left  on  my  Trial  Work  Period  with  Social  Security  and 
if  I  earn  $500  a  month  they  seem  to  think  I  will  no  longer  be  disabled!  Unless  I  were  blind, 
then  it  would  be  $950  a  month!  I  cannot  afford  to  get  off  the  SSDI  program  because  of  my 
health  care  needs  and  costs  under  the  current  system  so  I  will  be  forced  to  stay  on  all  the  public 
dependency  programs. 

HEALTH  CARE  COSTS: 

My  attendant  care  cost  approximately  $23,660  a  year  through  a  reliable  agency.  My  medications 
and  supplies  are  sometimes  $4,800  a  year  and  I  am  a  very  healthy  individual!  My  apartment 
has  adaptive  equipment  and  environmental  controls  in  it  so  that  I  can  safely  stay  by  myself  for 
extended  periods  of  time.  I  use  approximately  $10,000  worth  of  computer  equipment  to  prepare 
presentations  and  provide  accurate  survey  information.  I  can  and  want  be  a  valuable  asset  to 
the  work  force  if  only  given  the  opportunity! 

I  have  the  skills  and  I  can  work.  I  want  to  work  and  I  will  work  whether  I'm  paid  or  not!  But 
doesn't  it  make  sense  to  let  me  become  independent  and  hire  other  individuals  also? 

There  are  thousands  of  jjeople  in  my  situation  trying  to  make  it  work.  We're  the  largest 
minority  and  66%  of  people  with  disabilities  are  unemployed!  The  incentives  aren't  there.  The 
ADA  won't  help  us  ALL  if  there's  not  health  care  for  ALL! 

THE  PRESIDENT'S  HEALTH  SECURITY  ACT: 

President  Clinton's  Health  Security  Act  takes  a  giant  step  in  changing  the  health  care  system  for 
me  and  thus  changes  my  outlook  for  employment  and  economic  and  personal  independence.  As 
I  understand  it,  the  following  changes  would  work  for  me: 

•  My  employer  would  pay  at  least  80%  of  my  health  insurance  premium  which 
would  be  based  on  community  ratings  and  no  exclusions  for  pre-existing 
conditions. 

•  I  could  never  lose  my  health  care,  would  have  no  lifetime  caps  on  benefits  and 
would  have  lifetime  security  regardless  of  my  future  health  or  employment  status. 
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I  would  not  have  to  worry  about  losing  my  Medicaid  and/or  Medicare  any  longer! 

•  I  would  be  able  to  receive  a  tax  credit  of  50%  for  up  to  $15,000  per  year  for 
personal  assistance  services  including  a  full  range  of  employment  related  supports 
such  as  assistive  technology  and  environmental  controls. 

•  If  Indiana  chose  to  participate  in  the  proposed  new  state  optional  home  and 
community-based  long  term  care  program,  I  would  be  able  to  access  either 
agency  directed  or  consumer  directed  personal  assistance  services  with  a  co- 
payment  based  on  my  income;  however,  there  is  no  cap  on  out  of  pocket 
expenses  which  this  committee  must  evaluate. 

Although  this  is  not  everything,  these  health  security  benefits  would  make  it  not  only  possible 
but  real  for  me  to  obtain  full  time  employment  as  an  equal  member  of  the  American  labor  force 
and  as  a  tax  payer  rather  than  a  tax  user.  Please  pass  national  health  care  reform  consistent  with 
the  principles  embodied  in  the  President's  Health  Security  Act  so  that  I  too  can  achieve  the 
American  dream.  Thank  you  for  the  opportunity  to  testify  today. 
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Chairman  Jacobs.  Mr.  Bergman. 

STATEMENT  OF  ALLAN  BERGMAN,  COCHAIR,  LONG-TERM 
SERVICES  AND  SUPPORT  TASK  FORCE,  CONSORTIUM  FOR 
CITIZENS  WITH  DISABILITIES;  AND  DIRECTOR  OF  STATE 
AND  FEDERAL  RELATIONS,  UNITED  CEREBRAL  PALSY 
ASSOCIATION,  INC. 

Mr.  Bergman.  Thank  you,  Mr.  Chairman,  members  of  the  com- 
mittee. I  am  Allan  Bergman.  I  am  director  of  State-Federal  Rela- 
tions at  United  Cerebral  Palsy  and  one  of  the  cochairs  of  the  Con- 
sortium for  Citizens  with  Disabilities,  Task  Force  on  Long-Term 
Services  and  Support. 

We  are  very  pleased  that  you  are  convening  this  hearing  and  to 
speak  in  support  of  several  of  the  substantial  provisions  contained 
in  the  President's  Health  Security  Act  as  they  relate  to  providing 
some  new  incentives  and  opportunities  for  individuals  with  disabil- 
ities to  join  the  ranks  of  the  employed.  You  have  heard  two  per- 
sonal anecdotes — I  suspect  before  the  afternoon  is  over,  you  will 
hear  others — about  all  the  barriers  both  within  the  current  public 
svstems  and  within  the  employer  insurance  relationship  system 
that  create  disincentives  for  individuals  with  disabilities  to  seek 
gainful  employment. 

Fortv-nine  million  Americans  with  disabilities  and  an  additional 
32  million  Americans  with  preexisting  condition  potential  exclu- 
sions or  premium  surcharge  ratings  for  insurance  underwriting 
purposes,  or  a  total  of  81  million  Americans,  are  potentially  to  gain 
from  some  of  the  opportunities  presented  in  the  Health  Security 
Act.  There  is  no  way  to  cover  all  of  the  main  features.  I  would  like 
to  break  it  into  three  areas. 

One  is  the  universal  access  provisions  of  a  right  to  health  care 
for  all  Americans.  Employers  would  be  required  to  provide  insur- 
ance to  all  of  their  employees.  They  would  buy  these  through  the 
alliances,  with  community  rating  to  leverage  the  premium,  and 
then  would  be  in  a  position  to  provide  an  affordable  nationally 
guaranteed  benefit  package.  This  set  of  provisions  changes  today's 
status  quo.  What  happens  often  today  is,  one,  we  get  the  preexist- 
ing condition  exclusion,  which  Becky  referred  to,  but  even  if  that 
is  waived  or  of  minimal  duration,  often  the  employer's  chosen  bene- 
fit package  is  minimal  and  does  not  provide  the  comprehensive 
benefits  that  people  with  disabilities  need.  So,  in  fact,  they  choose 
not  to  become  employed  because  they  will  lose  benefits  they  are  re- 
ceiving under  the  public  systems. 

Under  the  President's  plan,  there  would  be  a  comprehensive  base 
plan  which  would  be  available  to  all  employees,  including  individ- 
uals with  disabilities.  That  provision  will  make  it  much  easier  for 
people  with  disabilities  to  join  the  work  force.  As  you  have  heard 
again  from  both  of  the  prior  witnesses,  the  current  SSI  and  SSDI 
work  incentives  programs,  which  members  of  this  committee  have 
been  involved  in  creating,  still  are  bureaucratic,  still  are  com- 
plicated, still  create  great  difficulty  for  people  to  move  from  SSI  or 
SSDI  into  the  mainstream  of  employment.  If  the  primary  health 
care  is  now  going  to  be  through  an  alliance  and  through  a  chosen 
health  plan  and  not  tied  to  SSI  or  SSDI,  then  we  can  put  health 
security  issues  over  here  and  people  will  have  their  lifetime  secu- 
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rity  when  they  go  from  the  pubhc  to  the  private  program.  And  that 
will  be  of  great  fiscal  and  mental  assistance. 

A  second  area  that  is  of  great  concern  to  people  with  disabilities 
is  in  the  area  of  long-term  services  and  supports.  Private  insurance 
typically  does  not  provide  personal  assistance  services  or  much  in 
the  way  of  assistive  technology  and  some  of  the  enabling  services 
that  people  with  substantial  disabilities  need  in  order  to  get  to 
work,  to  work  at  their  work  site,  and  to  return  home. 

In  the  President's  plan,  there  is  a  new  initiative  for  nonMedicaid, 
across-all-age-groups,  long-term  services  and  supports,  with  a  man- 
date for  personal  assistance  services  and  a  choice  of  consumer-di- 
rected or  agency-directed  personal  assistance  services.  For  many 
individuals  with  disabilities,  this  would  create  an  opportunity  for 
the  assistance  they  need  at  home  and  the  assistance  they  need  at 
work  in  order  to  be  productive  and  make  their  contribution. 

Another  component  in  H.R.  3600  is  the  tax  credit  work  incentive 
for  working-age  adults  with  disabilities.  This  provision  is  a  very 
substantial  public  policy  change  in  recognizing  that  there  are  ex- 
treme costs  that  some  individuals  with  disabilities  encounter  in 
order  to  be  productive  members  of  their  community  and  of  society. 
The  legislation  proposes  that  individuals  would  be  able  to  get  a  50 
percent  tax  credit  for  up  to  $15,000  per  year  of  itemized  personal 
assistance  expenses.  The  legislation  contains  a  very  detailed  list  of 
covered  expenses  applicable  to  the  tax  credit.  This  would  allow  in- 
dividuals to  work,  to  in  a  sense  be  in  total  control  of  their  own  des- 
tiny, if  they  chose,  stay  outside  of  the  public  systems,  pay  their  per- 
sonal assistance,  assistive  technology  expenses,  and  then  at  the  end 
of  the  year,  depending  on  their  own  income  status,  file  for  the  50 
percent  tax  credit  up  to  $7,500  off  of  their  tax  bill.  This  is  work 
incentive  policy. 

We  think  each  of  these  components  has  significant  merit,  but 
when  you  put  the  three  of  them  together — ^the  imiversal  access 
(guaranteed  insurability,  comprehensive  benefits,  community-rated 
premium,  portability  of  the  insurance),  coupled  with  the  ne\y  long- 
term  services  initiative  and  the  work  incentive  tax  credit — we  have 
created  a  whole  new  environment  for  people  with  disabilities  to  join 
the  mainstream  of  the  American  labor  force.  We  would  urge  you  to 
enact  health  care  reform  built  on  these  principles. 

[The  prepared  statement  follows:] 
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77k  Consortium  for  Citaens  with  Disabilities  is  a  coalition  of  over  100 
national  organizations  working  to  enact  comprehenswe  health  care  reform 
that  will  meet  the  needs  of  persons  with  disabilities  and  chronic  illnesses, 
and  their  families. 


TESTIMONY  ON  BEHALF  OF 

THE  CONSORTIUM  FOR  CITIZENS  WITH  DISABILITIES' 
Task  Force  on  Health,  Task  Force  on  Long-Term  Services  and  Supports 
and  Task  Force  on  Social  Security 

Presented  by 

Allan  Bergman 

Co-Chair,  CCD  Long-Term  Services  and  Support  Task  Force 
Director  of  State  and  Federal  Relations 
United  Cerebral  Palsy  Associations,  Inc. 


RESPECTFULLY  SUBMITTEDTO 
THE  HOUSE  WAYS  AND  MEANS  SUBCOMMHTEE  ON  SOCIAL  SECURITY 


FEBRUARY  23,  1994 
ON  BEHALF  OF 

American  Association  of  University  Affiliated  Programs  for  Persons 

with  Developmental  Disabilities 
American  Counseling  Association 

American  Network  of  Commimity  Options  and  Resources 
American  Occupational  Therapy  Association 
American  Psychological  Association 
American  Speech-Language-Hearing  Association 
American  State  of  the  Art  Prosthetic  Association 
Amputee  Coalition  of  America 

Association  for  Education  and  Rehabilitation  of  the  Blind  and  Visually  Impaired 

Association  of  Matenial  and  Child  Health  Programs 

Autism  National  Committee 

Bazelon  Center  for  Mental  Health  Law 

Center  on  Disability  and  Health 

Council  for  Exceptional  Children 

Epilepsy  Foundation  of  America 

International  Association  of  Psychosocial  Rehabilitation  Services 
National  Association  of  Developmental  Disabilities  Coimcils 
National  Association  of  Rehabilitation  Facilities 
National  Association  of  School  Psychologists 

National  Association  of  State  Directors  of  Developmental  Disabilities  Services 

National  Commimity  Mental  Healthcare  Coimcil 

National  Easter  Seal  Society 

National  Head  Injury  Fovmdation 

National  Mental  Health  Association 

National  Multiple  Sclerosis  Society 

National  Parent  Network  on  Disabilities 

National  Spinal  Cord  Injury  Association 

National  Recreation  and  Park  Association 

Paralyzed  Veterans  of  America 

Spina  Bifida  Association  of  America 

The  Arc 

United  Cerebral  Palsy  Associations,  Inc. 


Consortium  for 
Citizens  with 
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(Partial  listing  of  organizations  as  of  February  22,  1994.  Complete  list  will  be  submitted  for 
Record.) 


For  additional  information,  please  contact 

Kathy  McGinley  202-785-3388 
Janet  O'Keeffe  202-336-5934 
Peter  Thomas  202-659-2900 
Marty  Ford  202-785-3388 
AUan  Bergman  202-842-1266 


The  Consortium  for  Citizens  with  Disabilities  (CCD)  is  a  working  coalition  of  over 
100  national  consumer,  advocacy,  provider  and  professional  organizations,  which 
advocates  on  behalf  of  people  of  all  ages  with  physical  and  mental  disabilities  and 
their  families.  Since  1973,  CCD  has  advocated  for  federal  legislation,  regulations,  and 
funding  to  benefit  people  with  disabilities.  This  testimony  is  presented  on  behalf  of 
the  imdersigned  members  of  CCD. 

People  with  disabilities  include  individuals  with  physical  and  mental  impairments, 
conditions  or  disorders,  and  people  with  acute  or  chronic  illnesses,  which  impair 
their  ability  to  function.  The  prevalence  of  functional  impairments  due  to  chronic 
illness,  congenital  conditions  and  trauma  has  increased  rapidly  in  the  past  decades 
and  is  expected  to  increase  further  in  the  coming  years.  This  is  due  to  advances  in 
medical  technology  that  save  lives,  but  which  often  leave  the  survivor  with 
significant  disabilities.  In  the  last  25  years,  the  size  of  the  working-age  population 
has  increased  by  38  percent,  but  the  number  of  working-age  persons  with  disabilities 
has  increased  158  percent. 

The  49  milUon  Americans  with  disabilities  have  an  enormous  stake  in  the  current 
health  care  reform  debate.  Lack  of  adequate  health  care  coverage  is  a  critical  issue 
for  many  persons  with  disabilities  and  chronic  illnesses,  who  have  experienced  first 
hand  the  myriad  problems  with  the  current  system. 

The  U.S.  health  care  system  provides  high  quality  care,  but  it  is  overly  expensive, 
often  wasteful,  and  does  not  assure  adequate  health  care  coverage  for  aU  Americans. 
Escalating  and  uncontrolled  costs  make  insurance  unaffordable  for  an  increasing 
number  of  Americans,  and  discriminatory  practices  by  insurance  companies  exclude 
milLions  more  Americans  who  need  health  care.  Current  health  insurance  is  also 
biased  towards  acute  care  and  fails  to  cover  necessary  services  for  persons  with 
chronic  iUnesses  and  conditions.  For  many  persons  with  disabilities,  lack  of  access  to 
comprehensive  health  care  undermines  the  promise  of  the  Americans  with 
Disabilities  Act  for  inclusion,  independence  and  empowerment. 

Persons  with  disabilities  and  chronic  illnesses  are  disproportionately  represented 
among  both  the  uninsured  and  the  imder-insured  in  the  current  system  of  private 
health  insurance.  As  it  operates  today,  the  U.S.  health  insurance  system  fails  persons 
with  disabilities  and  chronic  conditions  in  fundamental  ways: 

•  It  excludes  many  persons  with  disabilities  and  chronic  conditions  as  "medically 
uninsurable"  or  offers  them  insurance  only  with  pre-existing  condition 
exclusions.  In  a  recent  Census  Bvireau  survey,  43  percent  of  persons  with 
severe  disabilities  reported  that  they  did  not  have  private  health  insurance. 

•  It  often  charges  prohibitive  rates  to  persons  with  ongoing  health  needs,  making 
insurance  unaffordable  for  many. 
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•  It  does  not  pay  for  many  necessary  health-related  services,  including  adequate 
rehabilitation,  assistive  technology,  and  long-term  services  and  supports. 

•  It  places  annual  and  life-time  limits  on  health  care  services. 

•  It  often  fails  to  provide  protection  against  catastrophic  health  care  costs. 

•  It  allows  insurers  to  terminate  insurance  coverage  v^hen  a  person  becomes  ill. 

For  all  these  reasons,  CCD  strongly  endorses  the  need  for  far-reaching  and 
comprehensive  reform  of  the  American  health  care  system. 

Problems  With  Health  Insurance  are  a  Major  Work  Disincentive 

While  the  Americans  with  Disabilities  Act  is  a  comprehensive  mandate  to  end 
discrimination  against  persons  with  disabilities,  it  does  not  address  all  of  the  barriers 
impeding  their  fuU  participation  in  society.  One  important  area  that  is  not 
adequately  addressed  by  tiie  ADA  is  the  availability  of  health  insurance. 

The  issue  of  access  to  health  insurance  by  persons  with  disabilities  has  been  called  by 
many,  the  "missing  piece"  of  the  ADA.  This  was  not  an  oversight  however,  but  a 
deliberate  omission.  The  ADA  specifically  exempts  insurance  from  its  provisioris, 
stating  that  nothing  in  the  Act  "shall  be  coristrued  to  prohibit  or  restrict  an  insurer, 
hospital  or  medical  service  company,  health  maintenance  organization,  or  any  agent, 
or  entity  that  administers  benefit  plans,  or  similar  organizations  from  underwriting 
risks,  classifying  risks,  or  administering  such  risks  that  are  based  on  or  not 
inconsistent  with  State  law." 

The  inability  of  persons  with  disabilities  to  obtain  adequate  health  insurance  and 
other  necessary  support  services  is  a  major  barrier  to  their  emplojonent.  A  1985 
survey  of  persons  with  disabilities  found  that  one  of  the  most  frequently  cited 
barriers  to  employment  was  fear  of  losing  government  health  benefits  through  the 
Medicare  and  Medicaid  programs.  Since  many  of  these  individuals  have  recurring 
health  care  needs,  higher  than  average  health  care  costs,  and  a  greater  risk  of 
developing  secondary  health  problems  and  disabilities,  they  are  understandably 
fearful  of  losing  their  health  care  coverage.  Employers  also  are  reluctant  to  hire 
persons  with  disabilities  because  to  do  so  in  many  cases  wiU  lead  to  sharp  increases 
in  their  health  insurance  costs. 

While  Congress  has  enacted  legislation  aimed  at  reducing  the  work  disincentive  for 
persons  on  SSDI  and  SSI,  the  various  work-incentive  provisions  are  very  complicated. 
Persons  on  SSDI  and  SSI  generally  spend  considerable  time  and  effort  to  establish 
eligibility  for  income  and  medical  benefits,  which  are  predicated  on  their  inability  to 
work.  Therefore,  it  is  understandable  that  they  may  be  very  reluctant  to  initiate 
work,  particularly  if  they  don't  imderstand  the  work-incentive  provisions  related  to 
health  coverage.  In  1988,  the  Social  Security  Administration's  Disability  Advisory 
Coimcil  stated  that  the  work-incentive  provisions  needed  to  be  clarified  and  better 
vmderstood. 

It  is  important  to  note,  however,  that  these  work  incentives  may  not  be  sufficient  for 
many  individuals.  People  who  rely  on  Medicare  or  Medicaid  may  not  be  able  to 
have  their  health  care  needs  met  through  the  health  insurance  plan  offered  by  a  given 
employer.  Thus,  they  are  imable  to  consider  gainful  employment  becaiise  they  risk 
losing  vital  health  and  long-term  services.  In  addition,  continued  eligibility  for 
Medicaid  is  still  predicated  on  having  virtually  no  assets.  Thus,  a  person  who  wants 
to  work  and  buUd  up  savings  for  future  needs  will  not  be  able  to  do  so  if  they  want 
to  keep  their  Medicaid  coverage. 
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For  all  these  reasons,  CCD  believes  that  the  Health  Security  Act  ^s-ill  eliminate  some 
major  work  disincentives  for  people  wth  disabilities  by  guaranteeing  health  co%'erage 
and  by  providing  long-term  services  and  supports  to  those  most  in  need. 

Lack  of  Long-Term  Ser\aces  is  a  Major  Work  Disincentive 

Manv  persons  wdth  disabilities  need  long-term  sendees  and  supports  to  function 
independently.  For  many,  these  services  and  supports  can  mean  the  difference 
between  independence  and  dependence. 

In  order  to  work,  many  individuals  with  disabilities  require  long-term  services  and 
supports,  particularly  personal  assistance  and  assistive  technology,".  However,  private 
insurance  and  Medicare  do  not  cover  these  sendees.  For  persons  on  Medicaid,  some 
states  proxide  home  and  communit}'-based  services  but  many  states  severely  limit  the 
duration  and  scope  of  personal  care  that  their  Medicaid  prograxns  v,aLl  cover. 
Furthermore,  even  if  a  state  has  a  Medicaid  home  and  commimit}'-based  waiver 
program,  it  may  be  targeted  to  elderly  individuals  or  to  people  with  specific  tj'pes  of 
disabilities  and  therefore  the  services  through  the  waiver  are  not  available  to 
individuals  \vith  other  disabling  conditions. 

People  with  long  term  support  needls,  such  as  individuals  with  mental  retardation  or 

developmental  disabilities  or  people  %vith  serious  mental  iUness,  t}'pically  recei%-e 
their  services  through  a  variet}'  of  specialized  provider  agendes.  Many  of  these 
community  providers  sen'e  individuals  who  are  receiving  Medicaid-reimbursable 
services.  However,  access  to  these  services  depends  on  the  state  you  Uve  in  and  your 
lev-el  of  income  and  resources. 

The  lack  of  an  effective  long-term  services  system  complicates  the  deliver}-  of 
residential,  vocational,  habilitation,  and  medical  services.  Consumers  are  hampered 
in  their  efforts  to  achieve  their  life's  goals  because  they  do  not  have  the  services  and 
supports  necessarv'  to  access  needed  services  from  providers  in  the  communit)'. 
Although  the  symptoms  of  this  problem  manifest  themselv-es  in  different  ways  for 
different  providers,  the  underlying  cause  of  each  symptom  is  the  lack  of  a  solid 
foundation  of  long  term  services. 

Individuals  with  disabilities  needing  vocational  services  are  hampered  as  well.  The 
most  obvious  impediment  is  a  lack  of  transportation,  in  the  form  of  drivers  and 
companions  to  assist  in  the  use  of  public  transit,  which  prevents  participants  from 
traveling  to  the  worksite.  Less  obvious,  often  because  this  situation  is  not  reported 
due  to  its  embarrassing  nature,  is  that  people  with  severe  disabilities  have  no  one  to 
help  them  get  them  out  of  bed,  washed,  dressed,  and  into  their  preferred  mobility 
aids.  This  barrier  not  only  prevents  people  with  sev^ere  disabilities  from  getting  to 
work,  but  also  forces  individuals  to  either  inappropriately  rely  on  v-olunteers, 
coworkers,  and  even  supervisors  in  order  to  eat  lunch  and  use  the  bathroom  while  at 
work,  or  to  try  to  do  without  food  and  drink  all  day  long. 

In  situations  where  consumers  receive  acute  rehabilitation,  physical  and  occupational 
therapy,  and  related  services,  they  often  face  an  impossible  task  when  attempting  to 
complete  the  final  step  in  returning  to  the  comm^mit}^  They  face  the  dilemma  of 
retiiming  to  a  commiinity  setting  without  adequate  long  term  services  or  staying 
inappropriately  in  the  acute  or  chronic  care  fadlitv'.  Without  appropriate  support 
services,  retiiming  to  the  commimity  often  results  in  the  person  dev^eloping 
additional  health  problems,  which  increases  the  chance  of  the  person  obtaining  a 
secondary  disability,  adds  sev^ere  stress  to  the  family,  and  drastically  reduces  ti\e 
individual's  quality  of  life.  Remaining  in  an  acute  or  chroruc  care  fadlitv'  results  in 
imnecessary  costs,  an  inappropriate  living  situation  for  an  individual  who  is  no 
longer  ill,  and  prevents  an  individual  in  true  need  of  acute  or  chronic  care  services 
from  receiving  those  services.  Appropriate  commvmity  supports  would  prevent  these 
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negative  outcomes. 

The  following  are  brief  descriptions  of  persons  with  disabilities  who  need  or  will 
need  long-term  services  to  enable  them  to  work.  The  long-term  services  available 
through  the  Health  Security  Act  will  be  vitally  important  to  all  of  them. 

•  A  yoimg  woman,  age  24,  with  cerebral  palsy  and  mental  retardation  has 
benefitted  significantly  from  the  Medicaid  community  supported  living 
arrangements  services  program.  She  lives  in  her  own  apartment  with  a 
roommate  and  coimselor,  has  foimd  a  job,  and  pays  taxes.  She  has  formed 
new  friendships  and  has  increased  her  independence,  access  to  the  commvmity, 
and  her  self  esteem.  Although  she  has  made  great  progress,  she  will  continue 
to  need  long  term  services  and  supports  for  the  foreseeable  future. 

•  A  twenty-five  year  old  man  in  Maryland  who  is  diagnosed  as  having  paranoid 
schizophrenia  has  spent  many  months  in  psychiatiic  hospitals  over  the  last 
several  years.  Although  his  disability  and  numerous  hospitalizations  had  a 
serious  impact  on  his  ability  to  participate  in  school,  he  eventually  earned  his 
diploma.  Through  a  community  outpatient  psychiatiic  rehabilitation  program, 
he  receives  numerous  long  term  support  services  which  are  enabling  him  to 
become  more  independent  in  the  community.  He  receives  assistance  in 
keeping  his  medications  imder  contiol,  learning  to  use  public  tiansportation, 
learning  job  seeking  skills  and  appropriate  business  attire  and  behavior, 
managing  money  and  paying  bills,  and  is  learning  to  live  on  his  own.  He  will 
need  continued  support  in  various  aspects  of  his  life  in  order  to  maintain  and 
increase  his  ability  to  live  independently  and  to  avoid  future  hospitalization. 

•  A  seventeen  year  old  girl  is  experiencing  major  changes  in  her  life  as  a  result 
of  tiaumatic  brain  injury  during  a  car  accident.  She  is  having  a  slow  recovery, 
is  experiencing  learning  problems,  frustiation  and  extensive  social  changes, 
and  attends  school  only  half  day  while  she  receives  rehabilitation  ser\dces 
everyday.  As  she  matures  and  as  the  extent  of  her  injuries  are  revealed,  she 
will  need  various  supports  over  time,  including  services  to  assist  her  in 
making  the  tiansition  from  school  to  work  and  to  assist  her  to  become  as 
independent  as  possible  within  her  commvmity. 

•  ■  In  Wisconsin,  a  young  boy  bom  with  cerebral  palsy  and  sensory  impairments 

requires  a  tiacheostomy  tube  to  help  him  breathe,  a  gastiointestinal  tube  to 
help  him  eat,  and  other  extensive  medical,  health,  and  social  supports.  He 
lives  at  home  with  his  family,  attends  his  neighborhood  school,  and  relies  on  a 
number  of  basic  supports  from  numerous  sources  such  as  the  school  system, 
private  insurance.  Medicaid  waiver  services,  and  state  and  county  community 
and  respite  care  services  programs.  While  managing  services  from  many 
different  sources  is  complicated,  the  mix  enables  him  to  live  at  home  and  to 
stay  out  of  an  institution.  He  will  continue  to  need  support  at  school, 
specialized  therapies,  prescription  medications,  special  diets,  personal 
assistance,  adaptations  such  as  a  lift  on  the  family  van,  and  support  for 
community  living  as  he  grows  older  and  seeks  to  enter  the  job  market. 

How  the  Health  Security  Act  will  Help  Persons  with  Disabilities 

When  evaluating  the  adequacy  of  a  health  system  reform  proposal,  whether  the 
needs  of  persons  with  disabilities  and  chronic  illnesses  are  met  is  an  essential  litmus 
test.  It  is  our  stiong  belief  that  a  health  care  system  that  meets  the  needs  of  persons 
with  disabilities  and  chronic  illnesses  will  meet  the  needs  of  all  Americans. 

There  are  many  positive  features  in  the  Health  Security  Act  that  address  issues  of 
concern  to  persons  with  disabiUties.  These  features  must  be  retained  in  any  health 
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reform  legislation  enacted  by  Congress.  Legislative  proposals  that  do  not  include 
these  features  do  not  cor\stitute  reform  and  will  be  vigorously  opposed  by  the 
disability  commvmity.  These  fundamental  features  and  the  positive  ways  that  the 
Health  Seciirity  Act  addresses  them  are: 

Universal  Coverage.  All  legal  residents  of  the  United  States  will  be  covered  by  1998 
and  health  care  coverage  will  not  be  dependent  upon  employment  status,  age,  health, 
disability,  or  abiUty  to  pay. 

Non-Discrimination.    Federal  civil  rights  laws,  including  Section  504  of  the 
Rehabilitation  Act  of  1973  and  the  Americans  with  Disabilities  Act,  vdll  govern  all 
parts  of  the  health  care  system,  including  health  aUiances,  health  plans,  the  National 
Health  Board,  and  providers.  These  laws  will  provide  important  protections  for 
persons  with  disabilities,  including  assurances  that  negative  assumptions  regarding 
the  quality  of  life  of  individuals  with  disabilities  will  not  be  used  to  make 
determinations  about  the  medical  necessity  and  appropriateness  of  services.  These 
protections  are  critical  for  persons  with  disabilities  and  must  be  retained  in  any 
health  care  reform  legislation  passed  by  the  Congress. 

Elimination  of  Pre-Existing  Condition  Exclusions.  No  one  will  be  denied  coverage 
for  any  health  problem. 

Equitable  Financing  and  Mechanisms  to  Spread  Risk  as  Broadly  as  Possible. 

•  Mandatory  commimity  rating.    Commvmity  rating  is  the  cornerstone  of 
equitable  financing.  It  eliminates  the  exorbitant  premiums  that  people  with 
disabilities  and  chronic  illnesses  have  been  forced  to  pay  for  inadequate 
coverage.  Community  rating  will  also  help  to  increase  employment 
opportunities  and  ensure  retention  of  employees  with  disabilities.  Currently, 
many  employers  are  imable  to  afford  or  obtain  health  insurance  for  employees 
who  have  a  disability,  or  who  have  a  family  member  with  a  disability  or 
chronic  illness.  This  situation  discourages  the  employment  of  persons  with 
disabilities. 

•  Mandatory  Health  Alliances.   Commimity  rating  in  a  multi-payer  system 
requires  that  risk  pools  be  structured  to  spread  the  costs  of  heatii  care  as 
broadly  as  possible.  Therefore,  we  strongly  support  the  requirement  that  all 
employers  with  fewer  than  5000  employees  be  required  to  participate  in  the 
alliance.  Without  this  level  of  participation,  the  risk  and  costs  of  health  care 
will  not  be  spread  widely  enough.  Regional  health  alliances  will  enable  small 
and  medivmi  size  employers,  the  self-employed,  and  for-profit  and  non-profit 
organizations  that  employ  people  with  disabilities,  to  benefit  fiom  the 
negotiating  power  of  a  large  pool  to  obtain  affordable,  comprehensive  coverage 
for  their  employees. 

Exclusive,  mandatory  health  alliances  wUl  require  aU  residents  in  a  geographic 
area  to  enroll  in  health  plans  offered  through  the  alliance.  This  will  assure 
portability  of  coverage.  In  our  current  system  insurers  pick  and  choose  who 
they  wiU  cover,  and  employers  often  offer  only  one  plan,  which  is  not  portable 
when  people  change  their  job.  In  marked  contrast,  reqviiring  that  everyone 
purchase  insurance  from  a  single  aUiance  wiU  assure  that  everyone  can  choose 
among  a  number  of  health  plans,  and  keep  their  plan  if  they  change  or  lose 
their  job.  Freedom  of  choice  of  health  plans  is  particularly  important  for 
persons  with  disabilities  and  chronic  ilLnesses  who  are  Medicaid-eUgible. 
Allowing  persons  who  are  Medicaid  eligible  to  choose  a  health  plan  from  those 
offered  by  the  alliance  will  solve  one  of  the  major  problems  faced  by  Medicaid 
recipients  in  the  current  system:  inadequate  care  due  to  a  shortage  of  providers 
willing  to  accept  Medicaid  patients. 
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Some  groups  are  suggesting  alternatives  to  exclusive  alliances,  including  a 
proposal  to  allow  multiple  alliances  in  a  geographic  area  and  the  option  for 
consumers  to  purchase  health  insurance  outside  the  alliance.  CCD  strongly 
opposes  this  proposal  because  it  would  perpetuate  the  current  segmented 
health  insurance  market  that  fails  to  spread  risk  adequately.  We  are  greatly 
concerned  that  allowing  individuals  and  businesses  to  purchase  insurance 
outside  the  alliance  will  allow  insurers  to  continue  skimming  the  low  risks  out 
of  the  population;  this  will  drive  up  costs  for  the  plans  that  enroll  a  broader 
cross  mix  of  the  population,  which  would  include  a  larger  proportion  of 
persoiis  who  are  high  users  of  health  care.  A  volvmtary  and  competing 
alliance  approach  will  only  continue  the  current  system  where  too  many 
insurance  companies  compete  in  a  segmented  market,  making  it  impossible  to 
adequately  spread  risk.  Additionally,  it  will  reduce  the  state's  ability  to 
provide  stringent  oversight  of  both  marketing  practices  and  quality  of  care. 

•        Subsidies  for  Small  Businesses  and  Persons  With  Low  Incomes.  All 

businesses  will  be  able  to  deduct  100  percent  of  the  cost  of  insurance  up  to  a 
specified  limit  as  a  business  expense.  Additionally,  small  employers  with  low 
wage  workers,  and  individuals  and  families  with  low  incomes  will  be  eligible 
for  subsidies  for  the  community-rated  premiiuns.  In  addition,  persons  with 
low  incomes  will  receive  cost-sharing  discoimts. 

The  Elimination  of  Financial  Barriers  to  Services. 

•  Elimination  of  lifetime  caps  on  medically  necessary  or  appropriate  covered 
services.  Persons  with  high  ongoing  health  costs  will  be  assured  of  coverage. 

•  Protection  against  catastrophic  out-of-pocket  costs.  Deductibles  and 
co-payments  will  be  limited  to  $1500  armually  for  an  individual  and  $3000 
annually  for  a  family.  No  balance  billing  will  be  allowed,  i.e.  providers  will 
not  be  allowed  to  charge  patients  more  than  the  amovmt  negotiated  with  the 
health  plan. 

Comprehensive  Benefits  Package.   Every  American  will  have  coverage  for  a 
specified,  broad  range  of  preventive,  diagnostic,  and  treatment  services.  Many  of 
these  services  are  particularly  important  for  persons  with  disabilities: 

•  Inpatient  and  outpatient  rehabilitation  services. 

•  Outpatient  prescription  drugs. 

•  Experimental  treatments  through  approved  clinical  trials. 

•  Preventive  services. 

•  Mental  health  and  substance  abuse  treatment  services. 

•  Durable  medical  equipment,  orthotics  (orthopedic  braces)  and  prosthetics 
(artificial  limbs),  and  prosthetic  devices  that  replace  all  or  part  of  the  fimction 
of  an  internal  body  organ. 

•  Home  health  and  extended  care  services. 

The  Incorporation  of  the  Acute  Portion  of  Medicaid  into  the  New  System.  This 
step  will  eliminate  the  current  two-tiered  system  of  health  care  by  providing  every 
American  with  the  same  choice  of  health  plans. 

Cost  Containment.   The  proposal  includes  measures  to  ensure  that  health  insurance 
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remains  affordable.  Without  effective  cost  containment,  increased  costs  will  be 
shifted  to  consiimers  in  the  form  of  higher  premiums,  increased  cost-sharing,  and 
reduced  benefits.   Effective  cost-containment  measures  include: 

•  Caps  on  premium  increases. 

•  Competition  among  health  plans  in  the  regional  health  alliance. 

•  .  Standardization  of  health  insurance  forms  to  reduce  administrative  costs. 

•  Medicare  prescription  drug  rebates. 

Consumer  Participation  and  Consiuner  Protections.   The  proposal  includes  a  system 
of  government  and  private  oversight  with  enforcement  procedures,  including  the 
appointment  of  an  ombudsman  at  the  regional  alliance  level.  Other  important 
provisioris  that  will  assure  consumer  involvement  and  protections  are: 

•  A  guarantee  of  due  process  rights  with  regard  to  benefit  determinations, 
grievance  procedures,  and  access  to  judicial  review;  provisions  to  protect  the 
confidentiality  of  medical  records  and  to  assure  access  to  regulatory 
proceedings. 

•  The  establishment  of  regional  health  care  alliances,  which  will  increase  the 
negotiating  power  of  consumers,  particularly  small  businesses  and  self- 
employed  individuals.  The  mandated  participation  of  consumers  in  the 
governance  and  administration  of  the  health  alliances  will  help  assure 
accountability  and  responsiveness  to  consumer  concerns. 

•  Consumer  choice  will  be  assured.  Consumers  will  not  be  restricted  to  the  plan 
their  employer  selects,  but  will  be  allowed  to  choose  among  a  range  of  plans 
that  they  can  keep  if  they  change  jobs.  All  managed  care  plans  will  have  an 
out-of-network  option.  Consumers  will  be  able  to  enroll  in  and  disenroU  from 
plans  during  "open  season"  and  for  "cause." 

•  Administrative  simplification  will  make  it  easier  for  consumers  to  understand 
their  health  care  coverage  and  their  rights. 

Consumer  Protections  During  the  Transition  to  the  New  System.    There  are  a 
number  of  provisions  designed  to  ensure  maintenance  of  current  health  care  coverage 
and  benefits  during  the  transition  period.  These  include:  requirements  to  help 
preserve  current  coverage,  restrictions  on  premium  increases,  limits  on  the  duration 
of  pre-existing  condition  exclusions,  and  a  national  transitional  health  insurance  risk 
pool.  These  protections  are  essential  for  persons  with  disabilities  and  chronic 
illnesses  who  may  lose  their  coverage  during  the  transition  period  as  the  insurance 
industry  consolidates. 

Research  Initiatives.  The  HSA  includes  new  funding  for  health  research  focused  on 
prevention  and  outcomes  research,  which  we  strongly  support.  Priority  areas  include 
child  and  adolescent  health,  birth  defects,  chronic  disease  and  conditions,  mental 
health,  environmental  health,  substance  abuse,  and  the  development  of  functional 
measures. 

RECOMMENDED  REFINEMENTS 

Legislation  to  address  the  major  problems  of  access,  cost,  and  quality  for  a  large, 
heterogenous  population  wiU,  of  necessity,  be  complex  and  hig^y  detailed. 
Provisions  to  reform  financial,  organizational,  and  service  arrangements  must  take 
account  of  major  variations  in  population  density,  ethnic  composition,  health 
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infrastructure,  and  economic  circumstances.  In  an  vmdertaking  of  such  enormous 
complexity  and  scope,  there  is  a  danger  that  the  specialized  needs  of  subgroups  of 
persons  with  the  most  serious  and  disabling  illnesses  and  conditions  will  not  be 
imderstood  and  addressed. 

To  assure  that  a  reformed  health  system  wiU  meet  the  specialized  needs  of  persons 
with  disabilities  and  chronic  illnesses  and  conditions,  CCD  recommends  several 
refinements  to  the  provisions  of  the  Administration's  Health  Security  Act.  It  is 
important  to  note  that  while  these  recommendations  relate  specifically  to  the  Health 
Security  Act,  many  of  the  problems  they  address  are  not  problems  with  the  bill  per 
se,  but  problems  with  the  current  health  system  that  must  be  adequately  addressed  in 
any  health  reform  legislation  that  the  Congress  enacts.  At  the  same  time,  the  positive 
aspects  of  the  current  system  must  be  retained. 

Specific  areas  of  concern  in  H.R.  3600  include:  financial  incentives  to  xmderserve;  risk 
adjustment  and  reinsurance;  continued  financial  barriers  to  care;  provisions  relating 
to  the  utilization  of  covered  benefits,  particularly  outpatient  rehabilitation,  durable 
medical  equipment,  prescription  drugs,  and  mental  health  and  substance  abuse 
services;  extra-contractual  services;  specialized  services  for  children;  the  continued 
coverage  of  services  currently  available  through  Medicaid,  particularly  those  imder 
the  Early,  Periodic,  Screening,  Diagnostic,  and  Treatment  mandate;  assuring  choice  of 
providers  and  access  to  specialists  in  managed  care  settings;  and  the  education  and 
training  of  health  care  providers. 

Our  specific  recommendations  regarding  all  these  issues  are  available  in  a  separate 
document  that  CCD  will  be  glad  to  share  with  the  Subcommittee. 

How  the  Long-Term  Service  Provision  of  the  Health  Security  Act  will  Help  People 
with  Disabilities 

President  Clinton's  proposals  for  long-term  services  in  H.R.  3600  will  assist  persons 
with  disabilities  in  many  ways.  He  calls  for  a  bold  new  commitment  of  $38  billion 
per  year  (at  full  implementation)  for  services  that  are  vitally  need  by  people  with 
significant  disabilities. 

The  proposal  recognizes  that  long-term  services  are  crucial  components  of  health  care 
for  persons  of  all  ages  with  disabilities  and  chroruc  iUnesses,  and  must  be  included  in 
any  plan  to  reform  the  nation's  health  care  system.  While  long-term  services  and 
supports  are  not  included  in  the  mandated  benefits  package,  the  Administration  has 
proposed  to  expand  the  availability  of  these  services  through  a  new  program  of  home 
and  community-based  services,  and  to  provide  tax  credits  for  personal  assistance 
services  for  working  persons  with  disabilities.  Without  these  services,  many 
individuals  may  be  inappropriately  institutionalized  at  a  higher  cost,  both  in 
economic  and  in  human  terms.  Ignoring  the  need  for  long-term  services  will 
short-change  many  people  and  limit  the  effectiveness  of  any  health  care  reform. 

The  strengths  of  the  long-term  services  provisions  of  the  Health  Security  Act  are: 

1.  A  New  Commitment  to  Long  Term  Services 

First  and  foremost  is  the  President's  willingness  to  cormnit  new  federal  resources  ~  at 
least  $38  billion  dollars  per  year  at  full  implementation  ~  to  expanding  and 
improving  long  term  services  that  are  desperately  needed  by  Americans  with 
significant  disabilities.  This  commitment  will  enable  thousands  of  people  with 
disabilities  to  access  education  and  training  programs,  hold  jobs,  and  participate  in 
commvmity  activities,  often  for  the  first  time  in  their  lives. 

2.  An  Emphasis  on  Home  and  Community  Services 
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In  general,  home  and  community  based  services  are  more  cost  effective  than 
institutional  services  and  afford  people  with  disabilities  greater  opportimities  to 
become  contributing  members  of  society.  The  overwhelming  desire  of  most  people 
with  disabilities  of  all  ages  is  to  remain  in  their  own  homes  and  communities,  while 
receiving  the  support  services  necessary  to  remain  as  independent  as  possible. 

3.  Improved  Eligibility  Criteria 

The  President's  plan  takes  a  positive  step  forward  in  attempting  to  cover  people  of  all 
ages  with  aU  types  of  disabilities  —  cognitive,  mental,  and  physical.  Historically, 
other  proposals  have  excluded  people  on  the  basis  of  one  type  of  disability,  such 
as  mental  illness;  CCD  considers  that  approach  unacceptable.  The  President's 
proposal  also  allows  eligibility  for  aU  income  levels,  thereby  beginning  to  address  the 
marriage  penalties  of  the  income-based  programs  and  the  problem  of  people  having 
to  impoverish  themselves  in  order  to  have  the  assistance  they  need  to  survive  and 
prosper.  It  also  addresses  the  work  disincentives  issue,  where  people  who  are 
receiving  needed  services  accept  a  job,  lose  their  benefits,  and  yet  do  not  earn  enough 
money  to  meet  their  basic  living  needs  and  purchase  their  disability-related  goods 
and  services. 

4.  An  Emphasis  on  Consumer  Involvement  and  Direction 

The  disabUity  community  is  very  pleased  that  the  Clinton  proposal  contains  many 
principles  that  we  beHeve  are  essential  to  the  effectiveness  of  any  long-term  services 
system.  These  principles  include  a  commitment  to  consumer-directed  services,  an 
option  for  the  use  of  vouchers  or  direct  cash  payments,  consumer  involvement  in 
planning  the  state  long-term  services  program,  and  individualized  service  needs 
assessments  and  plans  of  services. 

These  principles  are  particularly  important  because  of  the  changing  nature  of  the 
entire  disability  services  system  and  we  applaud  the  Administration's  recognition  of 
their  importance.  Services  for  individuals  with  disabilities  historically  have  been 
delivered  in  a  paternalistic  manner.  In  light  of  the  promise  of  empowerment  implicit 
in  the  Americans  with  Disabilities  Act,  people  with  disabilities  now  expect  to  exercise 
an  increasing  degree  of  control  over  their  lives,  their  rehabilitation  and  their  support  ' 
systems.  Involvement  in  the  design,  direction,  management,  and  assessment  of  tiieir 
individual  support  services  enables  people  with  disabilities  to  exercise  a  degree  of 
control  over  their  own  lives  that  is  essential  to  physical  and  emotional  well-being. 

The  ability  of  people  with  disabilities  to  participate  actively  at  the  planning  level  of 
long-term  services  means  that  there  wUl  be  a  greater  chance  that  the  service  system 
iiltimately  wiU  meet  the  needs  of  those  it  is  intended  to  serve.  Given  the  number  of 
jobs  that  wiU  be  created  by  a  new  $38  billion  a  year  program,  this  program  represents 
an  unique  opportunity  to  employ  some  of  the  persons  with  disabilities  in  America  (67 
percent  of  whom  are  not  working)  through  their  participation  in  policymaking, 
administration,  management,  and  direct  service  jobs  that  wUl  be  created. 

5.  Tax  Credits 

The  proposed  tax  credits  and  changes  in  medical  care  deductions  wiU  help  to  offset 
the  extraordinary  expenses  of  living  with  a  disability  and  assist  people  with 
disabilities  to  enter  the  workforce  by  giving  them  a  measure  of  economic  equity  with 
those  who  do  not  need  to  pay  these  extraordinary  costs. 

A  Good  First  Step 

CCD  believes  that  the  President's  long-term  services  plan  represents  a  significant 
beginning  for  a  system  that  should  ultimately  be  comprehensive.  While  it  is 
desirable  to  make  long  term  services  available  right  away  to  aU  individuals  with 
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disabilities  who  need  them,  CCD  recognizes  that  fiscal  restraints  will  necessitate  the 
gradual  phasing  in  of  coverage  in  some  orderly  fashion.  We  are  concerned  that  this 
coverage  be  phased  in  equitably  so  that  people  with  different  types  of  disabilities  and 
economic  circumstances  will  be  treated  fairly  and  in  a  manner  which  ensures  that 
there  needs  are  appropriately  met. 

We  believe  that  long  term  services  are  a  critical  component  of  health  reform  and  we 
urge  Congressional  support  for  the  inclusion  of  a  strong  long  term  services 
component  in  legislation  to  restructvire  the  American  health  care  system.  We  pledge 
to  work  with  you  to  ensure  the  availability,  appropriateness  and  effectiveness  of  such 
supports  for  all  people  with  disabilities. 

RECOMMENDED  REFINEMENTS 

We  have  several  recommendations  for  refining  the  long-term  service  provisions  of  the 
Health  Security  Act  to  assure  that  they  will  meet  the  needs  of  persons  with 
disabilities.    Specific  areas  of  concerns  include:  the  eligibility  criteria,  the  breadth  of 
the  basic  service  package,  the  restricted  defirution  of  personal  assistance  services, 
provisions  related  to  the  continued  availability  of  long-term  services  through  the 
Medicaid  program,  consumer  involvement,  the  continuation  of  the  institutional  bias 
in  the  Medicaid  program,  lack  of  adequate  low-income  protections  in  the  cost-sharing 
provisions,  the  continuation  of  the  EPSDT  mandate,  reimbursement  issues,  limited 
eligibility  for  the  tax  credit,  and  long-term  care  insurance. 

Other  concerns  include,  the  need  to  provide  psychiatric  services  required  over  time 
which  are  beyond  those  covered  by  the  basic  benefits  package;  the  need  to  resolve 
issues  regarding  state  medical  practice  and  nurse  practice  acts  in  relation  to 
health-related  tasks  performed  by  personal  assistance  providers  such  as  medication 
administration  and  catheterization;  the  relationship  between  acute  health  services  and 
long  term  services  for  people  with  disabilities  including  clarification  of  treatment  of 
services  such  as  "outpatient"  rehabilitation  services  which  might  be  considered  acute 
or  long  term  services;  an  assessment  of  the  impact  of  the  state  option  for  making 
capitated  payments  to  health  plans  or  other  providers  for  community  based  long 
term  services;  and  the  length  of  time  until  full  implementation  of  the  long  term 
services  proposal.  The  relationship  between  acute  health  and  long  term  services  is 
problematic  for  all  people  with  serious  and  persistent  physical,  cognitive,  and  mental 
disabilities;  for  people  with  psychiatric  disabilities,  there  is  the  additional  question  of 
the  linkage  to  essential  long  term  services  for  people  who  exceed  limitatior\s  for 
non-residential  intensive  services  until  the  year  2001  when  full  coverage  is  scheduled 
to  be  in  effect. 

Our  specific  recommendations  regarding  all  these  issues  are  available  in  a  separate 
document  that  CCD  will  be  glad  to  share  with  the  Subcommittee. 

Closing 

In  closing,  we  would  like  to  state  that  CCD  is  committed  to  working  with  both  the 
Administration  and  Congress  to  enact  comprehensive  health  reform  in  1994. 

With  the  exception  of  President  Clinton's  plan  and  the  Single  Payer  Plan  introduced 
by  Senator  Wellstone  and  Rep.  McDermott,  all  of  the  other  bills  currently  being 
considered  in  the  103rd  Congress  fail  to  address  the  needs  of  persons  with  disabilities 
in  fundamental  ways.  We  strongly  urge  the  Committee  to  reject  those  proposals  that 
do  not  guarantee  universal  coverage  for  comprehensive  benefits,  protection  from 
catastrophic  costs,  long-term  services,  and  meaningful  cost  containment  that  will  slow 
the  growth  in  health  care  costs  so  that  comprehensive  benefits  remain  affordable. 

As  you  proceed  with  your  work  on  health  reform  legislation,  we  would  like  you  to 
remember  one  point: 
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"In  the  long-term,  the  success  of  the  health  care  system  must  be  judged  less  on 
its  success  in  serving  the  majority  of  the  population,  most  of  whom  have  few 
or  simple  medical  care  needs,  and  more  on  how  effectively  it  addresses  the 
needs  of  those  with  serious  and  persistent  disabling  illness,  who  depend  on  the 
health  system  for  their  functioning,  perhaps  even  for  their  lives.  To  the  extent 
that  the  reforms  address  their  needs  successfully,  they  are  likely  to  serve  us  all 
well."' 


1.  Mechanic,  David.  Mental  health  services  in  the  context  of  health  insurance 
reform.  The  Milbank  Quarterly,  Vol.  71(3),  1993. 


Chairman  Jacobs.  Thank  you,  Mr.  Bergman. 
Mr.  Running. 

Mr.  Running.  No  questions. 
Chairman  Jacobs.  Mr.  Houghton. 
Mr.  Houghton.  No  questions. 

Chairman  Jacobs.  Ms.  Vaughn,  we  would  Hke  to  hear  about 
what  happened  after  1992. 
Ms.  Vaughn.  With  the  Medicaid  suit? 
Chairman  Jacobs.  With  you. 

Ms.  Vaughn.  In  1992,  I  was  offered  a  job  with  ATTAIN.  That  is 
Accessing  Technology  Through  Awareness  in  Indiana.  I  would  be 
self-employed,  and  a  question  came  up:  What  is  Medicaid  going  to 
do  with  this  PASS  plan,  because  I  went  through  appeals  for  1  year 
before  I  finally  had  to  file  suit.  And  I  could  not  take  the  job  because 
I  would  have  lost  my  health  insurance  and  that  is  too  important. 
My  home  health  care,  my  aide,  costs  $24,000  a  year  through  a  rep- 
utable agency.  If  I  could  work  and  do  it  on  my  own,  if  I  could  hire 
someone  myself  and  receive  the  tax  credits,  like  in  the  President's 
plan,  it  would  cost  $16,000.  I  could  pay  it  myself.  If  we  had  the 
long  term  care  plan,  I  could  have  taken  that  job. 

Now  I  have  got  a  temporary  injunction.  They  (Medicaid)  have 
granted  me  that  because  I  think  they  think  I  am  going  to  win.  So 
hopefully  I  will  sign  a  contract  in  the  next — whenever  the  Federal 
grant  money  comes  back  down.  My  contract  will  be  for  a  lesser 
amount  than  if  I  had  taken  the  job  when  offered.  I  will  be  self-em- 
ployed. I  will  still  benefit  from  the  President's  plan  because  I  will 
be  able  to  pay  less  of  an  amovmt  in  the  alliance,  sorry,  as  I  will 
in  spend-down  to  Medicaid.  And  I  will  still  be  able  to  get  the  tax 
incentives  from  all  the  computer  equipment  that  I  use.  But  right 
now  I  have  the  temporary  injunction,  and  I  do  not  know  what  is 
going  to  happen  with  my  job  or  with  Medicaid. 

If  I  earn  $500  a  month,  according  to  Social  Security,  I  am  no 
longer  disabled.  I  do  not  understand  that.  I  do  not  understand  the 
fact  that  if  I  was  blind  I  could  earn  $950.  There  is  a  little  discrimi- 
nation there,  too.  But  that  is  the  way  it  is,  and  I  do  not  know  any- 
body that  can  live  on  $500  a  month,  whether  they  have  a  disability 
or  not.  So  if  we  could  work  on  some  of  those  Social  Security  incen- 
tives, that  would  be  wonderful,  too.  Because  I  do  not  want  to  keep 
trying  to  find  ways  to  shelter  this  and  shelter  that,  manipulate  the 
system.  I  want  to  get  off  the  system.  I  want  to  be  a  taxpayer.  I 
want  to  be  responsible  for  myself.  I  owe  that. 

Chairman  Jacobs.  Good.  We  thank  the  panel  very  much  for  your 
contribution  to  the  record. 

The  next  panel,  Linda  Weindruch  from  Des  Moines,  Iowa.  She 
was  grounded,  I  guess,  in  Iowa  today,  and  so  Ms.  Harris,  Susan 
Banes  Harris,  will  give  her  testimony  for  her.  Representing  the  Na- 
tional Council  for  Independent  Living,  Chester  Helms.  The  Na- 
tional Rehabilitation  Caucus,  Jody  Wildy. 

They  say  that  Mr.  Helms  is  not  here  yet.  He  is  on  his  way.  Bad 
weather  in  Atlanta. 

Ms.  Harris  is  here.  I  guess  you  are  up. 
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STATEMENT  OF  UNDA  S.  WEINDRUCH,  ESQ.,  DES  MOINES, 
IOWA,  AS  PRESENTED  BY  SUSAN  BANES  HARRIS,  WASHING- 
TON REPRESENTATIVE,  NATIONAL  MS  SOCIETY 

Ms.  Harris.  Mr.  Chairman,  distinguished  members  of  the  com- 
mittee, I  am  appearing  before  this  subcommittee  for  the  purpose  of 
discussing  the  personal  experiences  and  barriers  which  I  have  en- 
countered as  an  individual  diagnosed  with  multiple  sclerosis  in 
1989,  as  well  as  my  unique  reasons  for  supporting  the  provisions 
of  H.R.  3600  as  they  relate  to  individuals  with  disabilities.  I  am  a 
practicing  attorney  who,  despite  having  been  diagnosed  with  pro- 
gressive multiple  sclerosis,  has  made  every  effort  to  continue  to 
work  and  to  be  a  very  productive  member  of  both  my  law  firm  and 
societv. 

Multiple  sclerosis  is  a  chronic,  often  disabling  disease  of  the 
central  nervous  system  that  affects  more  than  a  tnird  of  a  million 
people  in  the  United  States.  It  is  characterized  by  periods  when 
symptoms  intensify — relapses — or  improve — remissions — those  oth- 
ers like  myself  have  a  steady  progression  of  symptoms.  Many  per- 
sons with  multiple  sclerosis  wish  to  work  to  the  best  of  their  abil- 
ity. 

I  have  been  covered  for  the  past  10  years  under  a  group  health 
insurance  plan  purchased  by  my  law  firm.  The  company  is  a  major 
Iowa  insurance  company.  The  plan  provides  major  medical  cov- 
erage and  has  a  general  lifetime  limitation  of  $1  million.  The  plan 
also  contains  a  mental  health  lifetime  limitation  of  $10,000. 

One  of  the  symptoms  of  multiple  sclerosis  is  depression.  Coinci- 
dental with  my  being  diagnosed  with  multiple  sclerosis,  I  began  to 
experience  depression  and  received  psychological  services  relating 
to  that  depression.  After  having  reached  the  $10,000  lifetime  men- 
tal health  limitation  under  the  plan,  the  insurance  company  no 
longer  paid  for  any  services  which  I  received.  Such  services  include, 
but  are  not  limited  to,  visits  to  a  psychologist  as  well  as  visits  to 
a  neurologist  where  mental  health  issues  may  coincidentally  be  dis- 
cussed in  conjunction  with  my  overall  health  condition. 

At  the  time  the  insurance  company  first  began  denying  coverage, 
there  was  no  definition  of  the  term  "mental  health."  I  argued  that 
an  illness  which  does  not  have  as  its  primary  symptom  a  mental 
health  condition  did  not  fall  within  the  mental  health  limitation. 
The  company  began  paying  for  all  services  provided  by  my  psychol- 
ogist until  it  amended  its  contract  to  define  the  term  "mental 
health"  to  include  the  treatment  of  any  condition  which  falls  within 
the  DSM-III-R,  whether  or  not  it  is  related  to  or  is  caused  by  a 
physical  condition.  This  change  in  the  definition  has  resulted  in  a 
complete  denial  for  claims  submitted  relating  to  services  provided 
by  my  psychologist  and  to  certain  services  provided  by  my  neurolo- 
gist. 

Although  I  am  in  the  process  of  bringing  legal  action  against  the 
insurance  company,  I  currently  pay  out  of  my  own  pocket  for  all 
services  relating  to  mental  health  services.  I  have  found  myself  in 
a  position  which  I  never  thought  I  would  be  in:  Having  the  ability 
to  pay  for  health  insurance,  actually  having  major  medical  insur- 
ance, but  yet  not  covered  under  the  terms  of  the  plan.  I  am  unable 
to  seek  other  insurance  at  this  time  for  several  reasons,  not  the 
least  of  which  include  the  fact  that  I  belong  to  a  large  law  firm  and 


41 

it  would  be  very  difficult  to  obtain  other  insurance  at  the  rates 
which  my  firm  currently  pays,  and  I  have  a  preexisting  condition, 
multiple  sclerosis,  which  would  exclude  me  from  being  covered 
under  most  health  care  plans. 

Having  relayed  this  story  to  you,  I  must  say  I  am  very  lucky 
even  under  the  circumstances.  I  am  lucky  from  the  standpoint  that 
I  have  been  trained  in  a  profession  which  permits  me  to  stand  up 
for  myself,  argue  intelligently  with  my  insurance  company,  and 
pays  me  well  enough  to  deal  with  this  situation.  I  am  also  lucky 
enough  to  be  part  of  a  program  where  I  am  able  to  take  a  new 
drug,  betaseron,  which  currently  is  thought  to  offer  the  most  hope 
for  individuals  suffering  from  multiple  sclerosis.  I  do  have  a  major 
medical  insurance  policy  to  cover  most  of  the  services  which  I  need. 

After  having  said  that,  why  am  I  here?  I  believe  that  the  pro- 
posed legislation  will  permit  disabled  individuals  to  continue  work- 
ing and  nave  an  incentive  to  work  without  negative  ramifications. 
I  am  really  stuck  in  my  position  with  my  law  firm  since  I  am  at 
least  covered.  If  I  were  to  move,  I  do  not  know  whether  my  new 
employer  would  cover  me  and  whether  I  would  be  subject  to  exclu- 
sion based  upon  a  preexisting  condition.  The  proposed  legislation 
eliminates  this  problem  by  requiring  that  all  employers  cover  em- 
ployees and  doing  away  with  the  preexisting  limitations. 

For  people  on  Medicare  and  Medicaid,  the  proposed  legislation  of- 
fers the  greatest  hope.  They  will  be  able  to  return  to  work  and  be 
productive  members  of  society. 

Chairman  Jacobs.  We  will  include  the  rest  of  your  statement. 

[The  statement  of  Ms.  Weindruch  follows:] 
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HOUSE  WAYS  AND  MEANS  SOCIAL  SECURITY  SUBCOMMITTEE 
STATEMENT  OF  LINDA  S.  WEINDRUCH 

i  am  appearing  before  this  subcommittee  for  the  purpose  of  discussing  the 
personal  experiences  and  barriers  which  I  have  encountering  as  an  individual  diagnosed 
with  multiple  sclerosis  in  1989,  as  well  as  my  unique  reasons  for  supporting  the  provisions 
of  HR  3600  as  they  relate  to  individuals  with  disabilities.  I  am  a  practicing  attorney  who, 
despite  having  been  diagnosed  with  progressive  multiple  sclerosis  has  made  every  effort 
to  continue  to  work  and  be  a  very  productive  member  of  my  law  firm  and  to  society  in 
general. 

I  have  been  covered  for  the  past  ten  years  under  a  group  health  insurance  plan 
purchased  by  my  law  firm.  The  company  providing  coverage  is  a  major  Iowa  insurance 
company.  The  plan  provides  major  medical  care  coverage  and  has  a  general  lifetime 
limitation  of  $1,000,000.  The  plan  also  contains  a  "mental  health"  lifetime  limitation  of 
$10,000. 

One  of  the  symptoms,  although  not  the  primary  symptom  of  multiple  sclerosis  is 
depression.  Coincidental  with  my  being  diagnosed  with  multiple  sclerosis,  I  began  to 
experience  problems  relative  to  depression  and  continued  receiving  psychological 
services  relating  to  my  depression.  After  having  reached  the  $10,000  lifetime  mental 
health  limitation  under  the  plan,  the  insurance  company  no  longer  paid  for  any  services 
which  I  received  and  continue  to  receive  which  they  deem  to  be  mental  health  care 
services.  Such  services  include,  but  are  not  limited  to  visits  to  a  psychologist  as  well  as 
visits  to  a  neurologist  where  mental  health  issues  may  coincidentally  be  discussed  in 
conjunction  with  my  overall  health  condition. 

At  the  time  the  insurance  company  first  began  denying  coverage  under  the  plan, 
there  was  no  definition  of  the  term  "mental  health"  treatment.  I  argued  that  an  illness 
which  does  not  have  as  its  primary  symptom  a  mental  health  condition  did  not  fall  within 
the  mental  health  limitation.  The  company  began  paying  for  all  services  provided  by  my 
psychologist  until  such  time  as  it  amended  its  contract  to  define  the  term  mental  health 
condition  to  include  the  treatment  of  any  condition  which  falls  within  the  DSM-III-R, 
whether  or  not  it  is  related  to  or  caused  by  a  physical  condition.  This  change  in  the 
definition  has  resulted  in  the  complete  denial  under  the  plan  for  claims  submitted  relating 
to  sen/ices  provided  by  my  psychologist  and  certain  services  provided  by  my  neurologist. 

Although  I  am  in  the  process  of  bringing  legal  action  against  the  insurance 
company,  I  currently  pay  for  all  services  provided  to  me  relating  to  mental  health  services. 
I  have  found  myself  in  a  position  which  I  never  thought  anyone  like  me  would  ever  find 
themselves  in  --  i.e.,  having  the  ability  to  pay  for  health  insurance,  actually  having  major 
medical  insurance,  but  yet  not  covered  under  the  terms  of  the  plan.  I  am  unable  to  seek 
other  insurance  at  this  time  for  several  reasons  not  the  least  of  which  include  the  fact 
that:  (1)  I  belong  to  a  large  law  firm  and  it  would  be  very  difficult  to  obtain  other 
insurance  for  the  members  of  the  firm  at  the  rates  which  we  currently  pay,  and  (2)  I  have 
a  preexisting  condition  which  would  exclude  me  from  being  covered  under  most  health 
care  plans. 

After  having  relayed  this  story  to  you,  I  have  to  say  that  I  feel  very  very  lucky  even 
under  the  circumstances  which  I  have  described.  I  am  lucky  from  the  standpoint  that  I 
have  been  trained  in  a  profession  which  permits  me  to  stand  up  for  myself,  argue 
intelligently  with  my  insurance  company  and  pays  me  well  enough  to  deal  with  this 
situation.  I  am  also  lucky  enough  to  be  part  of  a  program  whereby  I  am  able  to  take  a 
drug  which  currently  is  thought  to  offer  the  most  hope  for  individuals  suffering  from 
multiple  sclerosis.  Finally,  I  am  lucky  in  that  I  do  have  a  major  medical  insurance  policy 
to  cover  most  of  the  services  which  I  need. 

After  having  said  all  of  this  about  myself,  why  am  I  here?  I  am  here  to  testify 
before  this  subcommittee  in  support  of  HR  3600  for  several  reasons.  The  primary  reason 
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for  my  being  here  is  that  I  firmly  believe  that  this  legislation  will  permit  disabled 
individuals,  such  as  myself,  to  continue  working  and  have  an  incentive  to  work  without 
any  negative  ramifications.  Currently,  I  am  stuck  in  my  position  with  the  law  firm  which 
I  am  a  member  of  based  upon  the  fact  that  I  am  at  least  covered  under  a  health 
insurance  plan,  even  though  it  does  not  cover  all  of  my  services.  If  I  were  to  move,  I  do 
not  know  whether  my  new  employer  would  cover  me  and  whether  I  would  be  subject  to 
exclusion  based  upon  a  preexisting  condition.  The  proposed  legislation  eliminates  this 
problem  by  requiring  all  employers  to  cover  employees  and  doing  away  with  the 
preexisting  limitations  currently  found  in  most  private  health  insurance  plans. 

For  those  individuals  who  like  myself  are  disabled  but  who  currently  are 
unemployed  based  on  the  fact  that  they  are  Medicaid  recipients,  the  proposed  legislation 
offers  the  greatest  hope.  They  will  be  able  to  return  to  work  and  be  productive  members 
of  society  without  the  fear  of  losing  health  care  coverage.  It  is  sad  to  think  that  we  have 
created  a  system  whereby  individuals,  especially  disabled  individuals  are  prevented  from 
working  and  functioning  in  capacities  that  may  far  exceed  what  we  ever  thought  possible 
simply  by  creating  incentives  for  them  not  to  work.  We  have  already  adopted  laws  to 
protect  such  individuals,  such  as  the  Americans  with  Disabilities  Act.  The  proposed 
legislation  will  put  such  laws  to  work. 

Additionally,  the  fact  that  HR  3600  contains  premium  provisions  premised  upon  a 
community  rated  system,  should  have  a  very  positive  impact  both  on  the  cost  of  obtaining 
insurance  as  well  as  the  type  of  medical  services  provided.  The  risk  of  insuring  any 
particular  individual  or  group  of  individuals  will  be  spread  out  among  a  larger  population. 
As  such  individuals  with  disabilities  will  not  necessarily  be  the  cause  of  an  increase  in 
rates  to  be  paid  by  others  who  utilize  health  sen/ices  to  a  lesser  extent.  Employers  will 
no  longer  be  afraid  to  hire  individuals  with  disabilities  or  provide  insurance  to  their 
employees  based  upon  the  fact  that  the  rates  paid  for  obtaining  insurance  will  no  longer 
depend  upon  the  utilization  of  insurance  by  one  or  more  employees. 

The  community  rating  system  will  also  allow  for  the  coverage  of  sen/ices  which 
private  insurance  companies  currently  are  afraid  to  cover  based  upon  the  perceived  risk 
or  exposure.  In  my  situation,  I  will  no  longer  face  a  lifetime  maximum  for  treatment 
relating  to  my  disability.  The  risk  of  insuring  individuals  which  may  seek  treatment  for 
mental  health  services  will  be  reduced  on  a  community  rated  system  making  treatment 
for  this  diagnosis  as  well  as  treatment  for  other  perceived  risks  more  accessible. 

Finally,  the  most  laudable  and  hopefully  achievable  goal  of  HR  3600  is  to 
guarantee  all  disabled  individuals  access  to  comprehensive  health  care  absent  lifetime 
limitations.  For  individuals  like  myself  this  means  that  insurance  coverage  cannot  and  will 
not  be  abruptly  halted  midstream  at  the  whim  of  an  insurer.  Speaking  as  one  who  was 
in  the  middle  of  a  truly  wonderful,  satisfying  and  controlled  life  prior  to  having  become 
disabled,  the  agony  of  living  day  to  day  with  so  much  uncertainty  has  been  a  journey  and 
struggle  which  I  never  in  my  wildest  dreams  could  have  imagined.  It  is  discouraging,  to 
say  the  least,  that  as  a  result  of  my  disability  I  no  longer  have  one  of  the  things  I  always 
took  for  granted  --  health  care  coverage. 

It  also  guarantees  to  disabled  individuals  long-term  care  as  well  as  home  and 
community-based  care  which  can  be  so  very  important  as  their  disability  progresses.  This 
is  something  which  many  individuals,  including  myself,  must  fight  constantly  for  with  our 
insurance  companies.  Those  of  us  who  choose  to  remain  at  home  when  our  disability 
progresses  and  receive  assistance  on  this  basis  are  now  in  a  position  where  we  must 
prove  that  the  cost  of  receiving  home  health  care  is  less  than  the  cost  of  hospitalization. 

In  conclusion,  all  individuals,  including  members  of  this  subcommittee  need  to  be 
made  aware  of  the  fact  that  private  health  insurance  and  the  benefits  provided  thereunder 
in  its  current  form  which  is  offered  only  to  those  who  have  the  money  to  pay  the 
premiums,  the  job  which  provides  for  the  opportunity  to  obtain  it  and  the  perfect  medical 
history  should  not  serve  as  the  model  for  any  type  of  health  care  plan.  Private  health 
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insurance  should  not  be  perceived  as  some  special  gift  which  only  a  token  few  can  afford, 
as  a  panacea  to  everyone's  medical  problems  or  as  something  which  everyone  should 
try  to  obtain.  In  its  most  pristine  form,  health  insurance  should  be  there  when  you  most 
need  it.  As  an  individual  with  a  disability  who  has  paid  my  dues,  I  am  frustrated,  angry 
and  disappointed  that  the  health  insurance  industry  has  let  me  down.  1  support  President 
Clinton's  health  care  plan  not  so  much  because  without  it  1  will  have  no  insurance,  but 
rather  because  of  it,  I  will  be  guaranteed  some  coverage  at  a  time  when  I  need  it  the 
most. 
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Chairman  Jacobs.  Ms.  Wildy,  would  you  proceed? 

STATEMENT  OF  JODY  A.  WILDY,  DIRECTOR,  D.C.  PARTNER- 
SHIP OF  ASSISTIVE  TECHNOLOGY,  NATIONAL  REHABILITA- 
TION HOSPITAL,  ON  BEHALF  OF  NATIONAL  REHABILITA- 
TION CAUCUS 

Ms.  Wildy.  Mr.  Chairman  and  members  of  the  subcommittee,  I 
am  Jody  Wildy,  appearing  on  behalf  of  the  National  Rehabilitation 
Caucus,  a  coalition  of  rehabilitation  consumers,  providers,  and  sup- 
pliers. 

As  a  member  of  this  subcommittee,  you  have  a  great  responsibil- 
ity and  opportunity  in  reinventing  health  care.  Also  you  Imow  the 
importance  of  and  can  be  advocates  for  the  early  intervention  of  re- 
habilitation to  reduce  the  incidence  and  duration  of  disability. 

As  one  who  has  experienced  both  a  disabling  injury  and  arbitrary 
barriers  to  timely  rehabilitation,  I  appreciate  the  opportunity  to  ap- 
pear before  you  today.  I  hope  my  experience  can  help  you  develop 
better  rehabilitation  coverage  and  delivery  for  all  Americans. 

Because  of  rehabilitation,  I  am  living  an  active  life,  including 
being  back  to  work.  Rehabilitation  assures  people  have  productive 
lives. 

It  is  also  cost  effective.  Inpatient,  outpatient,  and  community- 
based  rehabilitation  services  must  be  an  integral  part  of  tomorrow's 
health  care  system. 

Let  me  tell  you  what  happened  to  me  as  one  of  the  over  4  million 
people  a  year  who  benefit  from  rehabilitation.  I  am  also  speaking 
from  the  perspective  of  an  individual  who  could  have  become  an- 
other statistic  on  the  disability  rolls. 

About  2V2  years  ago,  I  was  helping  someone  with  a  flat  tire.  I 
was  hit  by  a  drunk  driver  who  had  minimal  insurance.  I  lost  one 
leg  on  impact;  the  other  was  so  badly  damaged  it  had  to  be  ampu- 
tated. 

My  insurance  and  HMO  paid  for  the  surgery  and  a  limited  reha- 
bilitation benefit,  60  days,  but  it  would  not  pay  for  the  new  legs 
I  needed  to  walk  again,  bandages  to  prepare  me  for  rehabilitation 
or  a  wheelchair. 

I  have  worked  very  hard  in  my  life  to  go  to  school,  to  own  a 
home,  and  to  have  a  responsible  job.  I  was  not  going  to  let  anyone 
throw  that  away.  I  was  not  going  to  be  someone  else's  responsibil- 
ity. The  only  option  I  considered  was  to  go  back  to  work. 

I  worked  hard  to  get  into  a  rehabilitation  hospital.  After  3  days 
of  rehabilitation,  we  agreed  that  I  should  not  use  up  my  60-day 
benefit  until  I  had  mv  Tegs.  So  I  started  another  campaign  that  re- 
sulted in  being  eligible  tor  a  State  vocational  rehabilitation  pro- 
gram which  paid  for  my  legs.  This  took  5  months,  5  months  paying 
for  a  wheelchair  that  my  insurance  did  not  cover,  5  months  when 
complications  developed  by  sitting  at  home,  but  then  had  to  be 
fixed  when  I  was  finally  able  to  go  to  rehabilitation,  5  months 
when  I  could  have  had  rehabilitation  and  been  back  to  work. 

I  worked  hard  at  rehabilitation  and  still  am.  But  I  am  now  back 
at  work.  In  fact,  I  now  work  helping  other  persons  with  disabilities, 
and  I  have  switched  insurance  companies.  If  I  had  not  received  re- 
habilitation services,  I  would  be  a  tax  user  and  not  a  tax  payer. 
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I  ask  you  to  reject  any  approach  that  encourages  health  plans  to 
limit  services  which  have  significant  benefits  for  people  such  as 
myself  who  experience  a  serious  illness,  injury,  congenital  disorder. 
I  am  concerned  that  needed  appropriate  benefits  could  be  cut  or 
curtailed  in  the  name  of  cost-containment,  which  may  severely 
limit  rehabilitation  services.  This  would  only  worsen  the  existing 
problems  and  could  further  swell  the  disability  roles.  After  all,  the 
most  cost-effective  rehabilitation  is  begun  as  early  as  possible  and 
continues  as  long  as  beneficial. 

It  is  important  to  recognize  the  widespread  social  and  economic 
cost  of  a  disabling  illness  or  injury.  The  costs  of  disability  are  not 
just  in  the  health  sector,  and  tne  benefits  of  rehabilitation  extend 
beyond  health  costs  containment.  Sometimes  the  benefits  of  money 
invested  in  rehabilitation  show  up  in  other  benefits,  such  as  re- 
duced claims  for  Social  Security  Disability  Insurance. 

Mr.  Chairman,  I  and  the  Rehabilitation  Caucus  are  eager  to  help 
you  and  the  subcommittee  enact  a  comprehensive  coordinated 
health  care  policy  for  persons  with  disabilities. 

Let  me  leave  you  with  four  thoughts.  One,  rehabilitation  helps 
prevent  people  from  being  on  the  disability  roles  under  SSI  and 
SSDI. 

Two,  health  reform  must  include  coverage  of  rehabilitation  and 
the  referral  for  these  needed  services. 

Three,  the  administrative  and  financial  structures  must  not  con- 
tain any  incentives  or  limits  that  result  in  the  curtailment  of  these 
services. 

Four,  we  support  the  tax  incentive  proposal  to  help  persons  with 
disabilities  to  work. 
Thank  you,  Mr.  Chairman. 
[The  prepared  statement  follows:] 


47 


National  Rehabilitation  Caucus 

A  niUiotud  foais  for  the  advancement  of  rehabilitation  .  .  . 
through  advocacy,  education,  research  and  comnuinications 


Statement  of  the  National  Rehabilitation  Caucus 
before  the 
Subcommittee  on  Social  Security 
Committee  on  Ways  and  Means 
U.S.  House  of  Representatives 
on  Health  Care  Coverage  for 
Americans  with  Disabilities 
February  23,  1994 


Mr.  Chairman  and  Members  of  the  Subcommittee: 

I  am  Jody  Wildy.  I  am  appearing  today  on  behalf  of  the  National  Rehabilitation 
Caucus  (NRC).  The  NRC  is  a  coalition  of  organizations  representing  rehabilitation 
providers,  consumers,  and  suppliers  as  well  as  various  national  providers  of  rehabilitation 
services.  The  NRC  provides  a  national  focus  for  the  advancement  of  rehabilitation  tiirough 
advocacy,  education,  research,  and  communication. 

As  members  of  the  Ways  and  Means  Committee  you  have  a  great  responsibility  and 
opportunity  in  reinventing  health  care  for  America.  Furthermore,  as  members  of  this 
Subcommittee  you  know  the  importance  of,  and  can  be  advocates  for  the  early  intervention 
of  rehabilitation  to  reduce  the  incidence  and  duration  of  disability.  And,  you  can  act  to 
ensure  our  new  health  care  system  will  provide  the  needed  rehabilitation  services  for  persons 
with  disabilities. 

As  one  who  has  experienced  both  a  disabling  injury  and  arbitrary  barriers  to  timely 
rehabilitation,  I  appreciate  the  opportunity  to  appear  before  you  today.  In  particular,  I  hope 
my  personal  experience  can  help  you  develop  better  rehabilitation  coverage  and  service 
delivery  for  all  Americans. 

In  summary,  because  of  rehabilitation  I  am  living  an  active  life,  including  being  back 
at  work.  Rehab  assures  people  have  productive  lives.  It  is  also  cost  effective.  Inpatient, 
outpatient,  and  community-based  rehabilitation  services  are  an  increasing  part  of  today's 
health  care  system.  Rehab  must  be  an  integral  part  of  tomorrow's  health  care  system. 

Let  me  tell  you  briefly  what  happened  to  me  as  one  of  the  over  4,000,000  people  a 
year  who  benefit  from  rehab.  I  am  also  speaking  today  from  the  perspective  of  an  individual 
who  could  have  become  another  statistic  on  the  disability  rolls.  I  fought  to  remain 
independent  and  self-supporting.  Unfortunately,  the  current  health  system  was  often  more  an 
obstacle  than  an  aid  to  my  efforts. 

About  two  years  ago  I  was  helping  someone  with  a  flat  tire.  I  was  hit  by  a  drunk 
driver  who  had  minimal  insurance.  I  lost  one  leg  on  impact;  the  other  was  so  badly 
damaged  it  had  to  be  amputated. 

My  insurance,  an  HMO,  paid  for  the  surgery.  It  would  also  pay  for  a  limited 
rehabilitation  benefit  -  60  days,  but  it  would  not  pay  for  the  new  legs  I  needed  to  walk  again, 
bandages  to  prepare  me  for  rehab,  or  a  wheelchair.  My  HMO  wanted  me  to  go  to  the 
rehabilitation  center  it  had  under  contract.  A  person  at  the  center  told  me  that  if  I  got  the 
legs,  I  wouldn't  use  them!  I  rebelled.  I  have  worked  very  hard  in  my  life  to  go  to  school, 
to  own  a  home,  and  to  have  a  series  of  responsible  jobs.  I  wasn't  going  to  let  anyone  throw 
it  away.  I  was  not  going  to  become  anyone  else's  responsibility! 
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So,  I  worked  hard  to  get  into  a  freestanding  rehabilitation  hospital  here.  After  I  was 
out  of  the  general  hospital,  I  was  ready  for  rehab.  After  3  days  at  rehab  we  agreed  that  I 
should  not  use  up  my  60  day  benefit  until  I  had  legs.  So  I  started  another  campaign  that 
resulted  in  being  eligible  for  a  state  vocational  rehabilitation  program,  which  paid  for  my 
legs.  This  took  5  months.  Five  months  of  sitting  at  home,  paying  for  a  wheelchair  that  my 
insurance  did  not  cover.  Five  months  when  I  could  have  had  rehabilitation  and  been  back  to 
work.  Five  months  when  complications  developed  by  sitting  at  home  that  then  had  to  be 
fixed  when  I  was  finally  able  to  go  to  rehab. 

Let  me  mention  a  little  about  what  rehab  is  all  about.  Rehabilitation  involves 
specialized  physicians  and  nurses,  numerous  therapists,  and  social  workers,  among  others 
who  work  as  a  complete  team  with  patients  to  increase  their  functional  ability  and  to  help 
them  be  independent.  The  team  concept  is  central  to  rehabilitation  and  the  sum  of  these 
efforts  is  greater  than  the  parts.  Rehab  is  delivered  in  a  number  of  places  -  freestanding 
rehabilitation  hospitals  like  I  went  to,  rehabilitation  units  of  general  hospitals,  comprehensive 
outpatient  rehabilitation  facilities,  rehabilitation  agencies  and  other  outpatient  settings,  by 
independent  practitioners,  nursing  facilities,  and  home  health  agencies.  Which  setting  is 
appropriate  is  a  function  of  medical  judgement  and  individual  circuinstances. 

Well,  finally  I  went  to  rehabilitation  and  was  told  by  my  insurance  company  it  would 
pay  a  stated  amount  for  the  rehab.  If  I  used  the  money  before  the  60  days  was  up  I  had  to 
pay  for  the  balance.  If  I  go  to  60  days  and  hadn't  completed  my  program  before  the  money 
ran  out,  it  would  also  stop  paying. 

I  went  to  work  at  rehab  and  I  worked  hard  and  still  am  —  but  I  am  now  back  at  work! 
In  fact,  I  now  work  at  the  National  Rehabilitation  Hospital  helping  other  persons  with 
disabilities.  And,  I  have  switched  insurance  companies  to  one  that  is  more  of  a  help  to  me. 
Mr.  Chairman,  if  I  had  not  received  rehabilitation  services,  I  would  be  a  tax  user,  not  a  tax 
payer. 

My  story  is  an  example  of  another  factor  contributing  to  the  rising  numbers  on 
disability  rolls.  I  had  private  insurance  through  an  HMO,  but  it  did  not  provide  the 
prosthetic  devices  nor  the  amount  of  rehabilitation  I  needed.  I  am  one  of  the  lucky  ones  who 
managed  to  overcome  this  approach  to  cost  containment.  How  many  others  have  no  rehab 
coverage  or  face,  and  must  accept,  arbitrary  day  and/or  dollar  limits  on  rehab  and  wind  up 
dependent  on  disability  payments  for  the  rest  of  their  lives?  Lack  of  coverage  or  limitations 
such  as  I  experienced  under  managed  care  are  not  a  good  idea  when  they  save  a  health  care 
dollar  today  only  to  have  society  pay  many  times  that  amount  in  many  different  ways 
tomorrow. 

We  ask  you  to  reject  any  approach  that  encourages  health  plans  to  limit  services 
which  have  significant  benefits  for  people  such  as  myself  who  experience  a  serious  illness, 
injury  or  congenital  disorder.  These  approaches  may  be  in  the  financing  of,  or  the 
administrative  structure  of  a  health  care  reform  proposal.  For  example,  we  are  very 
concerned  about  the  options  plans  will  have  under  the  President's  proposal.  If  funding  is  cut 
plans  have  two  options:  cut  reimbursement  to  providers  or  cut  benefits  to  enroUees.  And,  I 
remain  concerned  that  needed,  appropriate  benefits  could  be  cut  or  curtailed  in  the  name  of 
cost  containment,  such  as  we  have  experienced  with  HMOs.  The  most  cost  effective  rehab  is 
begun  as  early  as  possible  and  continues  as  long  as  beneficial. 

It  is  important  to  recognize  the  widespread  social  and  economic  cost  of  disabling 
illness  or  injury.  The  costs  of  disability  are  not  just  in  the  health  sector  and  the  benefits  of 
rehabilitation  extend  beyond  health  cost  containment.  Sometimes  the  benefits  of  money 
invested  in  rehab  does  not  reduce  other  health  expenditures,  but  shows  up  in  other  benefits, 
such  as  reduced  claims  for  Social  Security  Disability  Insurance. 

In  the  next  two  weeks  the  Rehab  Caucus  will  have  completed  its  analysis  and 
recommendations  in  regard  to  the  President's  Health  Security  Act  proposal  and  other 
proposals.  The  following  are  priority  recommendations  of  the  Rehab  Caucus  which  are 
relevant  to  the  particular  interests  of  this  Subcommittee. 
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First,  we  believe  that  Congress  should  specify  the  covered  services.  We  appreciate 
the  difficulty  of  this  task,  but  know  that  it  is  reasonably  done  for  Medicare.  1  know  the 
problems  of  arbitrary  limits  on  the  length  of  service  or  lifetime  cost.  With  some 
modifications  to  details,  we  support  the  rehab  coverage  proposed  by  the  President.  Our 
recommendations  follow: 


•  Important  from  my  perspective  is  that  the  specific  provisions  for  prosthetic  and 
orthotic  devices  be  consistent.  Congress  should  specify  that  coverage  for  all 
equipment  or  devices  under  this  section  includes  the  following:  accessories  and 
supplies  which  are  used  to  achieve  the  therapeutic  benefits  or  to  assure  the  proper 
functioning;  replacements  when  required  because  of  irreparable  damage,  wear,  loss  or 
change  in  the  patient's  physical  condition;  and  repair  and  replacement. 

•  Report  language  should  include  an  explicit  reference  to  coverage  of  rehabilitation 
hospital  services  under  the  hospital  services  benefit. 

•  The  Medicare  PPS  regulations  defining  rehabilitation  hospitals  and  units  for  exclusion 
from  the  PPS  need  to  be  amended  to  recognize  the  advances  in  medical  technology 
and  survival  rates  of  individuals  with  cancer,  cardiac  and  pulmonary  conditions  and 
chronic  pain. 

•  For  purposes  of  rehabilitation  services  provided  under  the  extended  care  services 
benefit,  the  definitions  of  qualified  facilities  should  be  more  precisely  stated  as 
facilities  engaged  in  a  lower  level  of  rehabilitation  for  patients  who  need  a  less 
intensive  therapeutic  program  than  required  for  rehabilitation  hospital  patients. 
(Medicare,  for  rehabilitation  hospital  patients,  requires  3  or  more  hours  of  therapy  per 
day.)  Also,  congenital  impairments  should  be  added  to  the  conditions  for  service. 

•  Cognitive  therapy,  audiology,  hearing  tests,  respiratory  therapy,  neuropsychology  and 
vocational  therapy  should  be  covered  outpatient  services.  Also,  the  services  covered 
under  Medicare  when  provided  by  a  comprehensive  outpatient  rehabilitation  facility 
(CORF)  should  be  extended  to  all  Americans.  Report  language  should  recognize  that 
care  is  often  not  for  a  single  episodic  illness  or  injury  and  it  should  be  ensured  that 
full  coverage  under  this  benefit  is  available  when  a  person  with  a  chronic  condition 
has  a  recurring  or  periodic  need  for  rehabilitation  services. 

•  Community-based  residential  treatment  programs  should  be  included  as  another  site 
for  the  delivery  of  rehab  services.  These  programs  serve  the  needs  of  persons  with 
traumatic  or  other  brain  injuries  in  a  less  institutional,  more  economical  setting. 

•  The  proposed  state  programs  for  home  and  community-based  services  for  individuals 
with  disabilities  is  a  valiant  effort  at  tackling  a  difficult  problem.  The  weak  link  is 
state  financing.  Since  many  of  the  services  may  be  offered  at  a  state's  option  and 
under  a  national  expenditure  ceiling,  states  may  not  be  able  to  deliver  services  that  a 
person  is  identified  as  needing.  There  is  also  a  need  to  assure  that  people  are  not 
terminated  from  a  health  insurance  plan  prematurely  on  the  presumption  a  long  term 
care  program  is  available. 

The  administrative  structure,  such  as  the  accountable  health  plans,  must  assure  that 
necessary  rehabilitation  services  are  delivered.  Our  recommendations  follow: 

•  National  standards  for  quality  care  and  utilization  review  should  be  required  to 
counteract  the  perverse  financial  incentives  to  underserve  patients. 

•  Each  health  insurance  plan  must  assure  that  a  full  continuum  of  rehab  services  is 
reasonably  accessible  to  enrollees. 

•  Each  health  insurance  plan  must  assure  that  grievance  and  appeal  procedures  are 
available  to  enrollees  and  providers. 
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•  In  specific  cases,  a  patient  should  be  allowed  to  go  out  of  the  health  insurance  plan 
for  specialized  covered  services. 

•  Persons  with  disabilities  or  chronic  conditions  should  be  able  to  receive  primary 
health  care  services  from  their  physiatrist  or  other  specialty  physician. 

•  Functional  ability  should  be  a  factor  used  for  risk  adjustment  among  health  insurance 
plans  to  avoid  a  disincentive  to  enroll  persons  with  disabilities. 

We  support  a  tax  credit  for  individuals  who  require  assistance  with  activities  of  daily 
living  and  who  purchase  jjersonal  care  and  person  attendant  services. 

Also,  if  the  legislative  action  on  health  reform  this  year  does  not  result  in 
comprehensive  and  universal  coverage,  we  strongly  recommend  that  Congress  eliminate  the 
additional  two  year  waiting  period  after  a  totally  and  permanently  disabled  person  qualifies 
for  Social  Security  Disability  Insurance  before  also  becoming  eligible  for  Medicare. 

Mr.  Chairman,  I  appreciate  the  opportunity  to  share  with  my  experiences.  I  and  the 
National  Rehabilitation  Caucus  are  eager  to  help  you  and  the  Subcommittee  enact  a 
comprehensive,  coordinated  health  care  policy  for  persons  with  disabilities. 
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Chairman  Jacobs.  Thank  you,  Ms.  Wildy. 
Mr.  Running. 
[No  response.] 

Chairman  Jacobs.  Mr.  Houghton. 
[No  response.] 

Chairman  Jacobs.  Well,  your  testimony  is  obviously  rather  thor- 
ough. Thank  you  very  much. 

Maybe  I  failed  to  call  Mr.  Mashaw.  Is  he— or  Ms.  Jerry?  Throws 
you  off  every  time.  Sorry  about  that. 

Oh,  well,  OK,  now  it  is  beginning  to  be  a  little  bit  clearer.  He 
is  in  Hartford,  speaking  of  insurance.  So,  Ms.  Reno,  please  have  a 
seat. 

STATEMENT  OF  JERRY  L.  MASHAW,  CHAIR,  DISABILITY  POL- 
ICY PANEL,  NATIONAL  ACADEMY  OF  SOCIAL  INSURANCE,  AS 
PRESENTED  BY  VIRGINLV  RENO,  STAFF  DIRECTOR, 
DISABILITY  POLICY  PANEL 

Ms.  Reno.  Mr.  Chairman,  my  name  is  Virginia  Reno,  and  I  am 
the  staff  director  of  the  Disability  Project  at  the  National  Academy 
of  Social  Insurance. 

Jerry  Mashaw  is  very  disappointed  that  he  is  not  able  to  be  here. 

Chairman  Jacobs.  lliis  really  is  an  identity  crisis.  [Laughter.] 

Ms.  Reno.  I  want  to  assure  you  that  I  am  plan  C  in  this  arrange- 
ment. He  called  at  7  this  morning  to  report  that  plan  A  failed  when 
New  York  Airport  was  closed,  and  at  11  plan  B  had  failed  when 
his  plane  out  of  Hartford  was  stranded  in  Philadelphia.  So  we  have 
plan  C. 

Chairman  Jacobs.  I  left  Minneapolis  this  morning,  and  it  was 
touch  and  go  in  that  case,  too.  So  the  Lord  gave  us  a  day. 

Ms.  Reno.  I  am  here  on  behalf  of  Professor  Mashaw  to  present 
his  testimony  in  his  role  as  chair  of  the  Disability  Policy  Panel  that 
was  convened  by  the  National  Academy  of  Social  Insurance. 

As  you  know,  that  group  was  convened  in  response  to  a  joint  re- 
quest to  the  Academy  from  you  and  Chairman  Rostenkowski  of  the 
full  committee,  asking  the  Academy  to  explore  a  number  of  very 
difficult  issues  about  the  disability  cash  benefit  programs.  Those 
questions  are  laid  out  in  the  full  testimony  from  Dr.  Mashaw. 

In  response  to  that  request,  the  Academy  put  together  an  out- 
standing panel  of  experts  in  disability  policy.  They  began  their 
work  about  1  year  ago,  and  it  truly  is  a  tribute  to  the  importance 
of  the  questions  you  asked,  with  regard  to  cash  disability  income 
policy  and  work,  that  we  were  able  to  put  together  such  an  out- 
standing panel. 

The  Academy,  in  doing  this  project,  has  received  financial  sup- 
port from  the  Pew  Charitable  Trusts,  the  Robert  Wood  Johnson 
Foundation,  and  from  individual  members  of  the  Health  Insurance 
Association  of  America  that  offer  long-term  disability  insurance. 

In  doing  this  project,  the  panel  has  also  received  information 
from  hundreds  of  individuals  and  organizations  who  have  been 
very  cooperative  in  helping  with  the  project,  including,  of  course, 
the  Social  Security  Administration  and  trie  Department  of  Health 
and  Human  Services. 

Although  the  project  is  only  nearing  the  end  of  its  first  year  of 
a  3-year  plan  of  work,  the  panel  believes  it  has  made  important 
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progress,  and  it  is  now  issuing  a  preliminary  status  report.  That 
full  report  will  be  out  in  early  March,  and  advance  copies  of  the 
summary  have  been  supplied  to  this  subcommittee.  With  your  per- 
mission, we  will  submit  that  summary  for  the  record. 

The  purpose  of  that  report  is  to  invite  pubHc  input,  but  it  is  also 
to  report  some  of  the  panel's  preliminary  findings  in  three  impor- 
tant areas,  and  one  of  those  areas  is  directly  germane  to  tiie  topic 
of  this  hearing. 

In  the  panel's  discussions  among  themselves  with  other  experts, 
with  providers  of  care,  with  persons  with  disabilities,  with  advocacy 
organizations,  and  people  who  administer  disability  programs,  the 
same  issue  came  back  time  and  time  again,  that  the  largest  single 
disincentive  to  return  to  work  or  to  maximizing  earnings  for  people 
with  disabilities  may  very  well  be  the  lack  of  secure  protection 
against  the  cost  of  health  care. 

The  background  materials  for  this  hearing  laid  out  the  issues 
very  clearly  and  in  ways  that  are  very  consistent  with  the  panel's 
own  findings. 

For  a  variety  of  reasons  that  are  spelled  out  in  Professor 
Mashaw's  testimony,  the  panel  has  come  to  agreement  on  a  par- 
ticular finding  with  regard  to  health  care  and  disability  income  pol- 
icy. 

If  I  may  read  directly  from  what  the  panel  has  found  at  this 
point: 

The  panel  has  found  that  ensuring  universal  protection  against  health  care  costs 
would  present  a  major  breakthrough  in  national  policy  with  regard  to  disability  in- 
come and  work.  Such  a  guarantee  of  necessary  nealth  care,  independent  of  work, 
disabiUty,  health,  or  cash  benefit  status,  would  be  a  significant  gain  in  three  impor- 
tant ways. 

First,  it  would  alleviate  fear  and  insecurity  among  the  Nation's  citizens  with  dis- 
abilities who  now  rely  on  Medicare  and  Medicaid  for  health  care  and  who  risk  losing 
that  coverage  if  they  are  found  able  to  work. 

Second,  it  would  enable  people  with  disabilities  to  maximize  their  independence 
by  remaining  in  the  work  force  or  returning  to  the  paid  work  force,  as  well  as  par- 
ticipating in  other  productive  activities. 

And  fmally,  it  would  enable  us  to  foster  cash  benefit  policies  that  provide  security, 
while  encouraging  work  among  people  with  disabilities  who  have  the  capacity  to  do 
so. 

The  panel  also  emphasizes  that  certain  features  of  health  care 
coverage  are  particularly  important  to  people  with  disabilities,  in- 
cluding children.  Those  features  include  coverage  for  prescription 
drugs,  durable  medical  equipment,  personal  assistance  services  and 
devices,  and  rehabilitation  services  for  congenital  or  chronic  condi- 
tions, including  mental  illness. 

The  panel  also  wants  to  make  very  clear  that  it  is  not  taking  a 
position  at  this  point  on  the  merits  of  particular  health  care  reform 
proposals.  There  is  much  that  needs  to  be  considered  as  that  de- 
bate proceeds,  and  that  is  not  the  primary  focus  of  this  panel.  It 
is  focusing  on  disability  income  policv. 

Nor  does  the  panel,  as  a  group,  take  the  position  that  only  a  uni- 
versal health  care  plan  can  address  the  particular  concerns  that 
are  the  subject  of  its  work.  Rather  its  purpose  at  this  point  
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Chairman  Jacobs.  Well,  we  asked  you  for  this  report,  so  why 
don't  you  

Ms.  Reno.  Its  purpose  is  to  highlight  the  panel's  conviction  that 
secure  appropriate  health  care  for  people  with  disabilities  is  an  im- 
portant underpinning  for  cash  disability  income  policies  that  can 
work. 

[The  prepared  statement  and  attachment  follow:] 
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Testimony  of  Jerry  L.  Mashaw,  Panel  Chair 
Gordon  B.  Tweedy  Professor  of  Law  and  Organization 
Yale  University 

Mr.  Chairman  I  appear  before  you  today  as  Chair  of  a  Panel  on  Disability  Policy  convened 
by  the  National  Academy  of  Social  Insurance  in  response  to  a  joint  request  from  you  and  as 
Chairman  of  this  Subcommittee  and  Chairman  Rostenkowski  of  the  Committee  on  Ways  and 
Means.  As  you  recall,  you  asked  the  National  Academy  to  explore  a  number  of  challenging 
questions  related  to  disability  income  policy.  You  asked  us  to  address  questions  such  as: 

•  Is  it  correct  that  disabled  Americans  now  confront  strong  incentives  to 
emphasize  their  impairments  as  a  means  of  securing  and  maintaining  benefits? 

•  If  so,  are  there  changes  that  would  encourage  beneficiaries  to  use  their  residual 
work  capacity  rather  than  emphasize  their  incapacity? 

•  Can  an  emphasis  on  rehabilitation  and  work  be  incorporated  into  the  disability 
income  programs  without  greatly  expanding  costs  or  weakening  the  right  to 
benefits  for  those  who  cannot  work? 

•  How  might  we  increase  protection  for  the  large  number  of  claimants  who  are 
denied  benefits  but  still  do  not  find  employment? 

You  also  encouraged  the  Academy  to  include  in  its  review  a  study  of  other  relevant  issues. 
The  experience  of  the  private  sector  in  providing  disability  coverage  and  the  structure  and 
experience  of  foreign  disability  income  systems  were  specifically  mentioned. 

We  began  our  work  almost  exactly  a  year  ago  and  are  scheduled  to  report  back  to  you  in 
approximately  eighteen  months.  The  Panel  that  I  chair  contains  a  remarkable  group  of 
individuals  with  widely  diverse,  but  uniformly  high  levels  of,  expertise  in  the  multiple 
dimensions  of  disability  policy.  It  is  a  testament  to  the  importance  of  the  questions  that  you 
asked  us  to  address  that  we  were  able  to  assemble  such  a  splendid  group. 

In  carrying  out  our  work  we  have  been  supported  financially  by  The  Pew  Charitable  Trusts, 
the  Robert  Wood  Johnson  Foundation  and  certain  member  firms  of  the  Health  Insurance 
Association  of  America  that  offer  long-term  disability  insurance.  We  have  also  received 
crucial  in-kind  support  and  from  the  Social  Security  Administration  and  the  Department  of 
Health  and  Human  Services  and  have  been  assisted  by  literally  hundreds  of  individuals  and 
organizations  who  have  provided  information  relevant  to  our  inquiry. 

Although  we  are  now  only  one  year  into  a  three-year  project,  we  believe  that  we  have  made 
significant  progress.  More  particularly,  the  Panel  has  reached  certain  preliminary 
conclusions  concerning  the  issues  that  motivated  the  convening  of  these  hearings  today. 

In  our  consultations  amongst  ourselves,  with  other  experts,  with  providers  of  care,  with 
persons  with  disabilities,  with  advocacy  organizations  and  with  administrators  of  disability 
benefits  programs,  the  same  argument,  backed  by  multiple  examples,  has  been  repeated  again 
and  again:  The  single  largest  disincentive  to  return  to  work,  or  to  maximizing  work-related 
earnings,  by  persons  with  disabilities  may  well  be  the  lack  of  secure  access  to  medical 
treatment  and  related  services. 

The  background  materials  included  in  your  press  release  announcing  these  hearings  concisely 
describe  the  general  situation  as  we  have  found  it.  Going  to  work  is  not  likely  to  provide 
health  care  insurance  for  persons  with  chronic  illnesses  because  they  will  find  themselves 
uninsurable,  or  the  rates  for  their  coverage  will  be  unaffordable  to  them  or  to  their 
employers.  Moreover,  the  coverage  provided  under  many  private  insurance  policies  does  not 
include  a  wide  range  of  services  and  assistive  devices  that  may  be  critical  to  the  functioning 
of  persons  with  disabilities. 

In  addition  the  current  structure  of  Medicare  may  fail  to  address  the  needs  of  persons  with 
disabilities  in  at  least  two  ways.  The  waiting  period  for  Medicare  benefits  may  limit  the 
level  of  medical  intervention  during  the  most  promising  time  for  recovery  and  rehabilitation, 
that  is,  soon  after  the  onset  of  a  potentially  disabling  disease  or  injury.  Moreover,  once  on 
disability  benefits  and  Medicare,  beneficiaries  put  themselves  at  a  very  high  risk  by  attempts 
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to  return  to  work.  The  complex  rules  for  maintaining  Medicare  coverage  may  cause  it  to 
lapse  just  when  they  require  assistance  again.  Moreover,  given  current  caseloads  and 
constrained  administrative  resources,  it  is  far  from  clear  that  the  Social  Security 
Administration  can  explain,  much  less  accurately  and  consistently  administer,  the  work 
incentive  provisions  that  are  currently  built  into  the  SSDI  and  Medicare  programs. 

It  should  also  be  noted  that  the  limited  scope  of  Medicare  benefits  may  prevent  that  program 
from  providing  necessary  assistance  to  those  with  chronic  conditions  and  a  need  for  long- 
term  care,  multiple  types  of  personal  assistance  and  expensive  pharmaceuticals.  As  a 
consequence  we  see  people  with  disabilities  in  growing  numbers  resorting  to  SSI  and  to  the 
Medicaid  program,  which  often  contains  a  more  comprehensive  package  of  medical  supports. 

The  availability  of  SSI  and  Medicaid  for  disabled  beneficiaries  with  low  incomes  and 
resources  is  obviously  a  help  for  that  population.  However,  these  programs  may  also 
complicate  the  work  incentive  picture  for  persons  with  disabilities.  This  is  true  not  only 
because  SSI  and  Medicaid  are  income  or  means-tested  programs,  but  also  because  these 
programs  introduce  yet  another  set  of  complex  rules  of  uncertain  application  should 
beneficiaries  attempt  to  increase  their  level  of  self-support. 

Let  me  hasten  to  add  that  to  note  these  difficulties  is  in  no  way  to  condemn  the  major 
programmatic  efforts  that  have  been  made  by  the  Congress,  SSA,  HHS  and  the  states  to 
make  appropriate  medical  care  available  to  persons  with  disabilities  or  to  increase  their 
incentives  and  capacities  for  independent  living  and  self-support.  Indeed,  these  beneficiaries' 
situations  are  vastly  superior  to  those  of  persons  who  have  serious  impairments,  but 
nevertheless  fail  to  qualify  for  either  SSDI  or  SSI.  The  problem  is  that  at  the  ground  level, 
where  beneficiaries  attempt  to  understand  and  administrators  attempt  to  implement  existing 
programs,  the  sense  of  security  that  is  the  overall  purpose  of  the  Social  Security  Act  is  often 
translated  into  insecurity,  anxiety,  even  fear. 

For  these  reasons  the  Panel  that  I  chair  has  among  its  three  initial  findings  in  the  status 
report  marking  the  completion  of  its  first  year  of  operation,  the  following  finding  regarding 
health  care  and  disability  income  policy: 

The  Panel  finds  that  ensuring  universal  protection  against  health  care  costs  would  present  a 
major  breakthrough  in  national  policy  with  regard  to  disability  income  and  work.  Such  a 
guarantee  of  necessary  health  care  —  independent  of  work,  disability,  health  or  cash  benefits 
status  —  would  be  a  significant  gain  in: 

•  alleviating  fear  and  insecurity  among  the  Nation's  citizens  with  disabilities  who 
now  rely  on  Medicaid  and  Medicare  for  the  health  care  they  need  and  who  risk 
losing  that  coverage  if  they  are  found  able  to  work; 

•  enabling  people  with  disabilities  to  maximize  their  independence  by  remaining 
in  or  returning  to  the  paid  work  force  as  well  as  participating  in  other 
productive  activities;  and 

•  fostering  cash  benefit  policies  that  provide  security,  while  encouraging  work 
among  people  with  disabilities  who  have  the  capacity  to  do  so. 

Universal  health  care  coverage  would  also  foster  early  intervention  to  prevent  diseases  or 
impairments  from  becoming  permanent  work  disabilities.  Moreover,  improved  access  to 
uniform  health  care  information  would  improve  the  decision-making  process  for  cash 
disability  programs. 

The  Panel  also  emphasizes  that  certain  features  of  health  care  coverage  are  particularly 
important  for  people  with  disabilities,  including  children.   These  features  include  coverage 
for  prescription  drugs,  durable  medical  equipment,  personal  assistance  services  and  devices, 
and  rehabilitation  services  for  congenital  or  chronic  conditions,  including  mental  illness. 

The  Panel  is  not  prepared  to  take  a  position  on  the  merits  of  particular  health  care  reform 
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profwsals.  There  are  many  factors  to  be  considered  as  that  debate  proceeds  and  they  are  not 
our  primary  focus.  Nor  do  we,  as  a  Panel,  take  the  position  that  only  a  universal  health  care 
scheme  can  address  the  particular  concerns  that  are  the  subject  of  our  work.  Rather,  our 
purpose  is  to  highlight  our  conviction  that  secure  appropriate  health  care  for  people  with 
disabilities  is  an  important  underpinning  for  developing  sound  disability  benefit  policies  that 
facilitate  entry  or  return  to  paid  employment  for  those  with  the  capacity  to  do  so. 

Because  I  know  the  subcommittee's  time  is  limited  and  there  are  many  witnesses  yet  to 
testify  I  will  conclude  my  remarks  with  that  statement.  We  will,  of  course,  supply  the 
subcommittee  with  copies  of  our  first-year  status  report,  and  I  will  be  happy  to  attempt  to 
respond  to  questions  to  the  extent  that  the  Subcommittee  believes  that  to  be  useful  and 
appropriate  at  this  time. 
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Overview 

The  Disability  Policy  Panel  of  the  National  Academy  of  Social  Insurance  is  issuing  this 
Preliminary  Status  Ref>ort  as  a  way  to  invite  public  comment  on  its  work  to  date,  and,  in 
particular,  to  invite  suggestions  for  specific  policy  proposals  for  the  Panel's  consideration  in 
the  remaining  18  months  of  its  work. 

The  Panel  was  convened  by  the  Academy  in  March  1993  in  response  to  a  request  from 
Chairman  Dan  Rostenkowski  of  the  Ways  and  Means  Committee  of  the  U.  S.  House  of 
Representatives  and  Chairman  Andy  Jacobs  of  its  Social  Security  Subcommittee.  They  asked 
that  the  Academy  conduct  a  comprehensive  review  of  disability  income  policy  with  a 
particular  emphasis  on  ways  to  enable  persons  with  disabilities  to  remain  in  or  return  to  the 
work  force  as  well  as  to  better  serve  those  who  are  denied  benefits  but  do  not  find  work.  In 
its  first  year,  the  Panel  engaged  in  fact  finding  and  information  gathering  with  regard  to 
disability  policy  and  the  broad  economic,  social  and  political  environment  in  which  that 
policy  operates.  Preliminary  results  of  that  review  are  in  this  status  report.  Members  of  the 
Panel  are  listed  on  the  opposite  page. 

The  Panel's  Perspective 

Section  I  presents  the  Panel's  perspective  on  disability  policy.  The  Panel  believes:  that  the 
primary  goal  of  disability  policy  is  the  integration  of  people  with  disabilities  into  mainstream 
society;  that  "disability"  is  not  just  an  attribute  of  individuals,  but  instead  represents  the 
interaction  between  individuals  —  who  may  have  physical  or  mental  impairments  —  and  the 
environment  in  which  they  live;  that  there  is  great  diversity  among  people  with  disabilities  in 
terms  of  their  abilities,  capacities,  needs  and  limitations;  that  the  goals  of  economic  self- 
sufficiency  for  people  with  disabilities  are  not  inconsistent  with  income  security  goals  of 
disability  income  programs;  that  integration  of  and  support  for  people  with  disabilities  are 
important  to  the  productive  capacity  of  the  nation  and  require  coordinated  responses  of  the 
private  sector  as  well  as  Federal,  State  and  local  governments. 

Preliminary  Findings 

In  the  final  section  of  its  report,  the  Panel  outlines  the  topics  of  its  future  work  and  describes 
its  current  findings  on  three  issues  that  have  repeatedly  been  raised  as  problems  by  people 
with  disabilities  and  other  experts  the  Panel  has  consulted. 

Health  Care  and  Disability  Income  Policy 

Health  care  is  important  to  all  Americans.  It  is  particularly  important  for  people  with 
disabilities  because  they  often  have  special  health  care  needs,  many  are  at  risk  of  very  high 
health  care  costs,  and  they  often  cannot  gain  adequate  coverage  in  the  private  insurance 
market.  The  Panel  has  heard  directly  from  individuals  with  disabilities  that  the  fear  of  losing 
health  care  and  related  services  is,  for  many,  the  major  barrier  that  keeps  them  from 
maximizing  their  earning  capacity.  Many  recipients  of  Social  Security  disability  insurance 
(DI)  and  Supplemental  Security  Income  (SSI)  disability  benefits  have  said  that  the  risk  of 
losing  Medicare  or  Medicaid  coverage  that  is  linked  to  their  cash  benefits  is  a  far  greater 
work  disincentive  than  is  the  loss  of  cash  benefits.  Earnings  from  work  can  compensate  for 
the  loss  of  cash  benefits.  But  earnings,  alone,  cannot  buy  health  care  coverage  when  that 
coverage  is  simply  not  available  to  people  with  severe  chronic  conditions. 

The  Panel  finds  that  ensuring  universal  protection  against  health  care  costs  would  present  a 
major  breakthrough  in  national  policy  with  regard  to  disability  income  and  work.  Such  a 
guarantee  of  necessary  health  care  —  independent  of  work,  disability,  health  or  cash  benefit 
status  -  would  be  a  significant  gain  in: 

•  alleviating  fear  and  insecurity  among  the  Nation 's  citizens  with  disabilities  who  now 
rely  on  Medicaid  and  Medicare  for  the  health  care  they  need  and  who  risk  losing  that 
coverage  if  they  are  found  able  to  work; 

•  enabling  people  with  disabilities  to  maximize  their  independence  by  remaining  in  or 
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returning  to  the  paid  workforce  as  well  as  participating  in  other  productive  activities; 
and 

•       fostering  cash  benefit  policies  that  provide  security,  while  encouraging  work  among 
people  with  disabilities  who  have  the  capacity  to  do  so. 

Universal  health  care  would  also  foster  early  intervention  to  prevent  diseases  or  impairments 
from  becoming  permanent  work  disabilities.  Improved  access  to  uniform  health  care 
information  will  also  improve  the  decision-making  process  for  cash  disability  programs. 

The  Panel  also  emphasizes  that  certain  health  care  benefits  are  particularly  important  for 
people  with  disabilities,  including  children.  These  features  include  coverage  for  prescription 
drugs,  durable  medical  equipment,  personal  assistance  services  and  devices  and 
rehabilitation  services  for  congenital  or  chronic  conditions,  including  mental  illness. 

The  Panel  is  not  prepared  to  take  a  position  on  the  merits  of  particular  health  care  reform 
proposals.  There  are  many  factors  to  be  considered  as  that  debate  proceeds  and  they  are  not 
our  primary  focus.  Nor  do  we,  as  a  Panel,  take  the  position  that  only  a  universal  health  care 
scheme  can  address  the  particular  concerns  that  are  the  subject  of  our  work.  Rather,  our 
purpose  is  to  highlight  that  secure  appropriate  health  care  for  people  with  disabilities  is  an 
important  underpinning  for  developing  sound  disability  benefit  policies  that  facilitate  entry  or 
return  to  paid  employment  for  those  with  the  capacity  to  do  so. 

Importance  of  Adequate  Resources  to  Administer  DI  and  SSI 

In  its  review  of  the  history  of  the  DI  and  SSI  programs  over  the  last  25  years,  the  Panel  has 
been  struck  by  the  volatility  of  disability  benefit  claims,  allowances  and  terminations.  Major 
factors  in  this  volatility  are  cyclical  changes  in  the  economy  and  radical  shifts  in 
administrative  and  legislative  policy.  From  this  review  of  the  tumultuous  history  of  the 
disability  programs  over  the  last  25  years,  the  Panel  sees  several  important  lessons: 

First,  stable  administration  of  DI  and  SSI  is  critically  important  to  the  economic  security  of 
the  people  with  severe  disabilities  who  rely  on  these  benefits  as  well  as  for  public  support 
and  the  fiscal  integrity  of  the  programs. 

Second,  cutbacks  in  administrative  resources  in  the  1980s  were  accompanied  by  growing 
concerns  that  vulnerable  populations  are  not  being  well-served.  Problems  were  reported 
about  provisions  for  assigning  and  monitoring  representative  payees  for  beneficiaries  who 
need  them,  difficulties  beneficiaries  have  in  getting  information  about  how  particular  changes 
in  their  work  would  affect  their  benefits,  the  need  for  outreach  to  enroll  eligible  persons  in 
SSI,  difficulties  beneficiaries  face  in  receiving  prompt  answers  to  their  questions,  and  prompt 
adjustments  in  benefits  as  their  circumstances  change  in  order  to  minimize  underpayments  or 
overpayments. 

Third,  adequate  staff  and  other  resources  to  administer  the  programs  are  essential.  The 
investment  in  making  correct,  timely  initial  disability  decisions  and  documenting  them  fully 
should  shorten  delays  in  getting  correct  benefits  to  applicants,  reduce  appeals  and  avoid  the 
cost  of  paying  any  incorrect  allowances.  If  the  required  medical  improvement  standard  for 
conducting  continuing  disability  reviews  is  to  be  implemented  properly,  allowances  must  be 
sufficiently  documented  to  support  an  assessment  of  whether  there  has  been  a  change  in  the 
beneficiary's  condition  between  the  allowance  and  the  review.  And  to  be  fair  to  the 
beneficiary,  there  must  be  adequate  staff  to  assure  that  the  record  is  fully  developed  at  the 
time  of  review.  For  program  integrity  and  public  confidence  in  the  programs,  resources 
must  be  adequate  both  to  decide  and  document  initial  claims  promptly  and  correctly,  and  to 
conduct  appropriate  quality  reviews  and  continuing  disability  reviews. 

Fourth,  changes  in  regulations  that  were  called  for  in  legislation  and  court  decisions  in  the 
1980s  require  greater  emphasis  on  assessing  claimants'  functional  capacity  in  conjunction 
with  medical  evidence.  If  property  conducted,  these  functional  assessments  are  likely  to  be 
more  time  consuming  than  determinations  based  solely  on  medical  evidence.  This  shift  needs 
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to  be  taken  into  account  in  resource  allocations. 

Finally,  it  is  reasonable  to  expect  some  volatility  in  disability  claims  with  cyclical  changes  in 
the  economy.  Disability  claims  have  risen  during  every  economic  recession  since  the  late 
1960s  —  with  the  one  exception  of  the  early  1980s,  when  unprecedented  retrenchment 
policies  offset  those  effects.  The  majority  of  working-age  people  with  disabilities  do,  in  fact, 
work.  They  have  much  better  prospects  for  finding  and  keeping  their  jobs  when  jobs  are 
plentiful.  When  they  lose  their  jobs  during  recessions  and  exhaust  other  sources  of  support, 
it  is  reasonable  to  expect  that  they  will  apply  for  disability  benefits.  Flexibility  in 
administrative  resources  is  needed  to  accommodate  cyclical  changes  in  disability  claims. 

In  the  wake  of  reduced  staff  resources  in  the  1980s,  the  recent  rapid  growth  in  initial  claims 
and  backlogs,  the  growth  in  pending  appeals,  the  fact  that  continuing  disability  reviews  are 
not  being  done  as  called  for  in  the  law,  and  ongoing  concerns  that  vulnerable  populations 
have  difficulty  gaining  the  service  they  seek: 

The  Panel  finds  that  stajf  and  related  resources  are  not  now  adequate  to  administer  the  DI 
and  SSI  programs.  It  believes  that  such  resources  must  be  set  at  a  level  that  ensures  stable, 
effective  management  of  the  disability  programs.  Specifically,  resources  must  be  adequate  to: 
provide  fair,  accurate  and  prompt  decisions  on  disability  claims;  provide  the  individualized 
service  to  disability  beneficiaries  that  are  contemplated  under  current  law,  including  clear 
and  accurate  answers  to  individuals '  questions  about  how  changes  in  their  work  effort  will 
affect  their  benefits;  and  conduct  timely  and  predictable  review  of  the  continuing  eligibility  of 
those  receiving  disability  benefits. 

Importance  of  Long-term  Research 

Long-term  research  is  needed  to  better  understand  the  size  and  attributes  of  the  underlying 
population  of  persons  with  disabilities  who  could  meet  the  program  definition  of  disability  if 
they  were  not  working,  as  well  as  to  make  valid  and  reliable  decisions  of  eligibility.  Such 
research  is  needed  in  order  to  anticipate  the  consequences  for  disability  claims  and 
allowances:  of  cyclical  changes  in  the  economy,  of  outreach  efforts  to  enroll  eligible  persons, 
or  of  other  changes  such  as  appropriate  updates  of  the  medical  and  other  criteria  for  making 
disability  determinations.  Such  research  would  also  provide  information  about  the 
circumstances  that  distinguish  persons  with  disabilities  who  are  successfully  integrated  into 
the  work  force  from  those  who  become  unable  to  work  because  of  their  impairments.  That 
information  could  help  develop  ways  to  expand  opportunities  for  successful  integration  of 
beneficiaries  into  the  world  of  work. 

There  has  been  a  dearth  of  rigorous  research  on  the  disability  benefit  programs  over  the  last 
10-15  years.  In  the  1960s  and  1970s,  the  Social  Security  Administration  conducted  periodic 
comprehensive  surveys  to  measure  the  prevalence  of  work  disability  in  the  general  population 
and  to  assess  the  role  of  the  disability  income  programs  in  meeting  the  needs  of  people  with 
work  disabilities.  No  comparable  data  have  been  collected  since  1978. 

A  comprehensive  program  of  long-range  research  is  needed  in  order  to  provide  basic 
information  about  the  populations  being  served  and  the  changing  environment  in  which 
disability  programs  operate.  The  Panel  is  encouraged  to  find  that  thoughtful  new  research 
initiatives  are  planned  and  underway  to  rectify  major  gaps  in  information  that  is  needed  to 
evaluate  and  forecast  disability  income  programs.  Multi-year  funding  commitments  are 
needed  for  long-range  research.   The  Panel  strongly  supports  the  continued  investment  in 
such  research  initiatives. 

The  Panel's  Future  Work 

In  its  remaining  work,  the  Panel  is  focussing  on  specific  issues  concerning  disability  policy, 
which  it  has  divided  into  nine  necessarily  overlapping  categories: 

•        the  definition  of  disability  for  DI  and  SSI  eligibility,  and  its  assessment  in  functional. 
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medical  and  vocational  terms; 

•  work  incentives  and  disincentives  for  DI  and  SSI  applicants  and  beneficiaries; 

•  prospects  for  vocational  rehabilitation  and  job  placement  for  persons  with  significant 
disabilities; 

•  the  coordination  of  he-Jth  care  and  cash  benefits  for  persons  with  disabilities; 

•  provisions  for  personal  services  and  assistive  devices  for  people  with  significant 
functional  limitations; 

•  the  coordination  of  short-term  and  long-term  disability  income  protection; 

•  implementing  and  administering  cash  benefits  an  i  services  for  people  with  disabilities; 

•  the  relationship  of  disability  and  retirement  policy,  particularly  in  light  of  scheduled 
increases  in  the  Social  Security  normal  retirement  age;  and 

•  the  special  concerns  of  subgroups  of  persons  with  disabilities,  including  children  and 
persons  with  severe  mental  illness. 

In  each  area,  we  propose  to  develop  what  we  believe  to  be  the  appropriate  objectives  of 
disability  policy,  to  analyze  the  degree  to  which  current  public  and  private  programs  and 
processes  accomplish  those  objectives  and  to  make  recommendations  for  policy  and 
administration  that  are  consistent  with  the  objectives  as  defined.  As  our  work  proceeds,  we 
may  decide  that  some  of  these  categories  require  further  disaggregation  or  that  others  are  so 
interconnected  that  separate  recommendations  on  those  topics  are  unnecessary  or 
unwarranted. 

The  Panel  invites  comments  of  interested  individuals  and  organizations  about  the  issues  for 
its  further  work,  the  appropriate  objectives  of  policy  in  each  area,  and  specific  suggestions 
for  policy  proposals  the  Panel  should  consider.  Comments  and  suggestions  should  be 
directed  to:  The  Disability  Income  Project,  National  Academy  of  Social  Insurance,  1 776 
Massachusetts  Avenue,  N.  W. ,  Suite  615,  Washington,  D.  C.  20036. 

The  Environment  of  Disability  Income  Policy 

Sections  II,  III  and  IV  of  the  report  describe  various  aspects  of  the  environment  of  disability 
income  policy. 

Review  of  Selected  Disability  Income  Programs 

Section  II  provides  an  overview  of  major  employment-based  public  and  private  programs  and 
means-tested  public  programs  that  provide  monthly  cash  disability  benefits.  It  begins  with  a 
review  of  Social  Security  disability  insurance  (DI)  and  Supplemental  Security  Income  (SSI) 
disability  provisions,  which  are  the  focus  of  the  Panel's  work.  It  also  reviews  coverage  and 
provisions  of  compensation  programs  for  workers  who  are  injured  on  the  job  or  veterans  who 
are  injured  while  on  active  duty  in  the  armed  forces.  State  temporary  disability  insurance 
and  private  sector  short-term  and  long-term  disability  income  plans  also  are  covered.  It  finds 
that  among  private  sector  employees: 

•  Almost  all  are  covered  by  Social  Security  DI,  which  provides  earnings  replacement 
benefits  after  a  five-month  waiting  period  for  workers  with  severe  long-term 
disabilities; 

•  About  30  percent  of  private  sector  employees  have  no  short-term  disability  income 
protection.  Another  26  percent  have  sick  leave  only,  which  typically  replaces  100 
percent  of  earnings  for  only  a  few  weeks,  rarely  long  enough  to  cover  the  full  period 
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until  DI  benefits  begin.  About  44  percent  of  private  sector  employees  have  some  type 
of  short-term  disability  insurance  (SDI),  which  usually  replaces  about  50-67  percent 
of  the  worker's  earnings  for  up  to  six  months.  This  SDI  includes  mandatory  social 
insurance  programs  in  five  States  and  union-negotiated  and  employer  provided 
benefits  in  other  States. 

•        Employer-provided  long-term  disability  insurance  (LTDI),  which  is  supplemental  to 
Social  Security  disability  insurance,  covers  about  25  percent  of  private  sector 
employees,  with  upper  status  white  collar  workers  much  more  likely  than  blue  collar 
workers  to  be  covered.  These  benefits  typically  replace  about  60  percent  of  prior 
earning  and  are  offset  $1  for  $1  by  Social  Security.  About  another  17  percent  of 
private  sector  employees  are  in  defined  benefit  pension  plans  that  provide  immediate 
disability  pensions  if  the  worker  meets  the  age  and  service  requirements  of  the  plan. 

Attributes  of  People  with  Disabilities 

Section  in  provides  information  about  the  population  of  persons  with  disabilities,  including 
estimates  of  the  prevalence  of  disabilities  in  the  total  population,  the  attributes  of  DI  and  SSI 
beneficiaries,  and  what  is  known  about  outcomes  for  persons  who  have  been  denied  DI 
benefits  in  the  past. 

Prevalence  of  Disability.  There  is  great  diversity  among  people  with  chronic  health 
conditions,  or  disabilities.  For  example,  as  many  as  half  the  total  population  (including 
children,  the  elderly  and  working-age  adults)  have  some  type  of  chronic  health  condition,  but 
for  most,  the  condition  does  not  limit  their  ability  to  work,  attend  school,  or  engage  in  other 
daily  activities. 

Chronic  health  conditions  can  limit  activities  in  a  variety  of  ways.  Among  working  age 
persons  in  1990,  19.4  million  people  (12.8  percent)  said  they  were  limited  in  some  way 
because  of  a  chronic  health  condition,  including:  6.7  million  (4.4  percent)  who  reported  they 
were  unable  to  work:  7.4  million  (4.9  percent)  who  were  limited  only  in  the  kind  or  amount 
of  work  they  could  do;  and  5.3  million  (3.5  percent)  who  were  limited  only  in  non-work 
activities.  A  small  portion  of  the  working-age  population  report  such  significant  functional 
limitations  that  they  require  assistance  with  activities  of  daily  living.  They  include  some 
individuals  who  report  they  are  able  to  work,  despite  the  need  for  assistance. 

DI  and  SSI  Beneficiaries.  At  the  end  of  1993,  a  total  6.7  million  adults  under  age  65  were 
receiving  Social  Security  or  SSI  benefits  based  on  disability.  To  receive  benefits,  individuals 
must  meet  a  strict  test  of  work  disability,  due  to  a  medically  determinable  physical  or  mental 
condition.  In  addition,  children  under  18  receive  SSI  based  on  a  definition  of  disability  for 
children  comparable  to  that  for  adults. 

There  is  great  diversity  among  DI  and  SSI  recipients.  Those  who  receive  DI  as  disabled 
workers  must  have  had  recent  covered  work  in  order  to  be  insured  for  benefits.  They  tend 
to  be  older  —  most  are  in  their  50s  or  early  60s  ~  and  their  impairments  frequently  are 
associated  with  aging  —  such  as  musculoskeletal  impairments  including  arthritis,  or 
circulatory  or  respiratory  diseases.  Mental  illness  is  a  growing  cause  of  disability  among 
disabled  worker  beneficiaries,  however,  particularly  those  under  age  50.  It  is  the  primary 
diagnosis  for  about  1  in  4  persons  receiving  disabled  worker  benefits. 

SSI  recipients  tend  to  be  much  younger.  Many  have  developmental  disabilities  and  enter  the 
rolls  as  children  (if  they  live  in  low-income  families)  or  when  they  reach  adulthood,  when 
their  eligibility  based  on  income  and  resources  is  considered  independent  of  the  financial 
status  of  their  parents.  For  about  1  in  4  adult  SSI  recipients,  the  primary  diagnosis  is  mental 
retardation;  for  another  1  in  4  adults,  it  is  mental  illness. 

While  adults  who  receive  DI  or  SSI  based  on  disability  have  severe  work  limitations,  most 
beneficiaries  are  capable  of  managing  their  own  affairs.  When  beneficiaries  are  not  capable 
of  managing,  or  directing  the  management  of,  their  benefits,  representative  payees  are 
assigned  to  manage  the  payments  for  the  beneficiary's  use  and  benefit.  About  1  in  8  disabled 
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worker  beneficiaries  and  about  3  in  10  SSI  recipients  age  18-64  have  representative  payees  to 
help  them  manage  their  benefits. 

The  SSI  criteria  for  determining  disability  for  children  were  modified  following  a  1990 
Supreme  Court  decision  in  Sullivan  v.  Zebley.  The  number  of  children  receiving  SSI  has 
grown  rapidly  since  1989  and  was  770,000  at  the  end  of  1993.  Among  children  on  the  rolls 
at  the  end  of  1992,  mental  retardation  was  the  primary  diagnosis  for  about  40  percent.  Other 
mental  disorders  --  including  autism,  Downs  syndrome,  organic  mental  disorders, 
schizophrenia,  mood  disorder,  attention  deficit  disorder,  personality  disorders,  and 
developmental  and  emotional  disorders  for  infants  —  together  accounted  for  16  percent. 
Another  16  percent  of  children  on  the  SSI  rolls  had  impairments  of  the  nervous  system  or 
sensory  system,  such  as  vision  or  hearing  impairments  as  their  primary  diagnosis. 

Outcomes  for  Denied  DI  Applicants.  Five  different  studies  over  the  years  have  examined 
outcomes  for  people  who  applied  for  but  were  denied  DI  benefits.  These  five  studies, 
conducted  between  the  mid-1960s  and  the  late-1980s  show  many  similarities  in  outcomes  for 
persons  who  were  denied  benefits  and  who  were  still  alive  and  not  on  the  disability  or 
retirement  benefit  rolls  three  to  five  years  later. 

•  In  each  study,  fewer  than  half  the  surviving  denied  applicants  were  working.  Lower 
employment  rates  among  denied  applicants  were  associated  with  higher  nationwide 
unemployment  rates. 

•  The  economic  status  of  denied  applicants  who  are  not  working  is  poor.  Their  main 
sources  of  income  are  earnings  of  other  family  members  or  assistance.  Denied 
applicants  who  were  working  generally  were  better  off. 

•  The  self-reported  health  status  of  denied  applicants  who  were  not  working  is  not  much 
better  than  that  of  those  who  were  allowed  DI  benefits.  Denied  applicants  who  were 
working  generally  reported  fewer  health  problems. 

Trends  in  DI  and  SSI  --  Policy  and  Administrative  Changes 

Section  IV  describes  the  trend  in  DI  and  SSI  benefit  awards  and  terminations  over  the  past 
20-25  years.  It  also  reviews  how  cyclical  changes  in  the  economy,  new  legislation  and 
administrative  policy  affected  the  likelihood  of  disability  benefit  receipt.  The  tumultuous 
history  of  the  disability  programs  supports  the  Panel's  finding  that  adequate  staff  resources 
and  stable  administration  are  critical  for  protecting  both  the  rights  of  individuals  as  well  as 
public  support  for  and  the  fiscal  integrity  of  the  disability  programs. 

The  early  1970s  —  Growth  in  the  Disability  Rolls.  The  early  1970s  were  characterized  by 
rapid  growth  in  the  number  of  people  awarded  DI  benefits  as  well  as  the  large  influx  of  SSI 
recipients  when  that  program  began  in  1974.  Economic  recessions  and  high  unemployment 
in  1969-70  and  in  1973-75  and  legislative  expansions  in  DI  before  and  during  this  period 
contributed  to  the  growth.  Under  pressure  to  process  new  claims  in  an  era  of  government- 
wide  restrictions  on  personnel,  staff  resources  were  diverted  from  reviewing  the  accuracy  of 
disability  decisions  and  conducting  continuing  disability  reviews  of  those  on  the  rolls  to 
processing  new  claims. 

The  Period  1975-1980  ~  Controlling  Expansion.  The  period  after  1975  was  characterized 
by  growing  concern  about  the  rapid  rise  in  the  number  of  people  receiving  DI  benefits,  the 
escalating  cost  of  benefits  and  the  projected  insolvency  of  the  DI  trust  fund.  Legislation 
reduced  future  disability  benefits  in  1977  and  in  1980  and,  in  1980,  required  in  law  that 
more  quality  reviews  and  continuing  disability  reviews  (CDRs)  be  done.  During  the  late 
1970s,  administrative  initiatives  tightened  adjudicative  standards,  placing  new  emphasis  on 
"medical"  as  opposed  to  "functional"  criteria  for  assessing  disability.  Also,  the  review 
standards  for  CDRs  were  changed  to  permit  benefit  terminations  without  a  finding  that  the 
beneficiary's  condition  had  medically  improved. 

The  Period  1981-1984  ~  Retrenchment  and  Reaction.  With  administrative  tightening  that 
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began  in  the  late  1970s,  and  the  1980  legislative  mandate  in  place,  the  new  administration, 
which  had  promised  to  reduce  the  size  and  cost  of  government,  sought  through  administrative 
initiatives  to  significantly  reduce  the  cost  of  disability  benefits.  In  the  midst  of  a  deep 
economic  recession  with  unemployment  rising  to  record  levels  in  1982-83,  administrative 
initiatives  to  review  the  rolls  and  terminate  benefits  were  implemented  abruptly  without 
adequate  staff  or  training.  In  response  to  widespread  dismay  at  the  human  suffering  cause  by 
the  abrupt  retrenchment,  the  courts,  the  States,  the  administration  and  the  Congress  all  acted 
to  rectify  the  situation. 

By  June  of  1983,  after  two  district  courts  had  declared  SSA's  restrictive  policy  for  assessing 
mental  impairment  claims  to  be  illegal,  the  Secretary  of  Health  and  Human  Services  issued  a 
moratorium  on  denying  disability  claims  based  on  mental  impairments  until  new  guidelines 
were  developed.  In  April  1984,  the  Secretary  announced  a  nationwide  moratorium  on 
continuing  disability  reviews  and  pledged  to  work  with  Congress  on  reform.  By  that  time 
nine  states  were  operating  under  a  court-ordered  medical  improvement  standard  for 
continuing  reviews,  and  nine  other  States  had  suspended  reviews  pending  implementation  of  a 
court-ordered  medical  improvement  standard,  or  pending  action  by  the  circuit  court.  In 
1984,  Congress  responded  with  reform  legislation. 

The  Period  1985-1989  —  Economic  Expansion,  Agency  Downsizing.  As  the  nation  enjoyed 
sustained  economic  growth  and  unemployment  rates  fell,  disability  claims  leveled  off.  New 
adjudicative  criteria  called  for  in  the  1984  legislation  were  put  in  place.  It  was  generally 
agreed  that  deciding  claims  based  on  new  criteria  for  assessing  disability  based  on  mental 
impairments  and  for  conducting  disability  reviews  would  be  more  labor  intensive  than  the 
approaches  that  had  been  invalidated  by  the  courts. 

A  major  administrative  initiative  during  this  period  was  a  decision  to  significantly  reduce  the 
number  of  SSA  staff  -  from  about  80,000  employees  in  FY  1985,  to  about  63,000  in  1989. 
Along  with  the  agency  downsizing,  SSA  leadership  sought  ways  to  streamline  operations.  In 
the  process  fewer  field  office  personnel  were  available  to  provide  individualized  attention  to 
vulnerable  populations  —  such  as  SSI  recipients.  Meanwhile,  Congress  called  for 
improvements  in  service  to  the  public,  including  outreach  to  enroll  eligible  persons  in  SSI, 
more  responsive  representative  payee  services  and  improved  response  to  individuals' 
questions  and  needs.  Legislation  also  extended  work  incentives  for  SSI  recipients  and 
incremental  changes  improved  access  to  SSI  for  people  with  severe  mental  illness. 

The  Early  1990s  -  Growth  in  the  Rolls.  The  early  1990s,  like  the  early  1970s,  were 
characterize  by  rapid  growth  in  the  disability  rolls,  with  particular  growth  in  SSI  claims.  The 
growth  coincided  with  an  economic  recession  in  1990-1991.  It  also  followed  legislative, 
administrative  and  judicial  actions  that  enhanced  access  to  SSI  —  through  SSI  outreach 
activities  and  new  standards  for  determining  childhood  disability.  In  the  wake  of  agency 
downsizing  during  the  1980s,  and  increased  workloads  in  the  1990s,  agency  resources  are 
not  allocated  to  conducting  continuing  disability  reviews  in  order  to  process  new  claims.  The 
agency  is  currently  engaged  in  reassessing  and  reengineering  its  disability  processess  to 
ensure  that  available  resources  are  used  as  efficiently  as  possible. 

The  Broader  Environment 

Section  FV  explores  some  of  the  broader  environmental  factors  beyond  the  DI  and  SSI 
programs  that  influence  the  context  in  which  disability  benefits  are  claimed  and  decisions  are 
made  to  allow  or  deny  benefits.  While  these  environmental  factors  affect  the  context  of 
disability  benefit  programs,  no  attempt  is  made  to  precisely  associate  these  factors  with  past 
or  future  trends  in  the  disability  benefit  programs. 

Structural  Shifts  in  the  Labor  Market 

Structural  changes  in  the  labor  market  have  long-term  effects  on  employment  opportunities 
for  particular  subgroups  of  workers,  including  those  with  disabilities.  On  one  hand,  analysis 
of  earnings  level  trends  show  a  declining  demand  for  workers  with  limited  educations  and  job 
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skills.  To  the  extent  that  such  workers  have  disabilities,  they  are  likely  to  be  doubly 
disadvantaged  in  the  labor  market.  On  the  other  hand,  the  shift  from  manufacturing  to 
service  sector  jobs  is  projected  to  increase  jobs  for  well-educated  workers,  which  would 
mean  that  highly  skilled  workers  with  physical  disabilities  might  have  better  opportunities  to 
find  work.  At  the  same  time,  workers  with  cognitive  limitations  or  mental  illness  may  still 
have  difficulty  finding  work. 

Other  Components  of  the  Public  and  Private  Safety  Net 

All  western  European  countries  as  well  as  the  United  States  face  the  problem  that  large 
numbers  of  people  lose  their  connection  with  the  labor  force  before  retirement  age.  It 
happens  particularly  during  economic  recessions,  but  occurs  in  normal  times  as  well.  The 
social  welfare  responses  to  this  problem  can  be  grouped  as  follows:  work-based 
interventions,  which  provide  rehabilitation  or  training  or  expand  job  opportunities; 
unemployment  benefits,  which  provide  income  continuity  to  those  actively  seeking  work; 
disability  benefits,  which  provide  income  security  to  those  severely  limited  in  their  ability  to 
work;  and  assistance,  which  provides  universal  income  guarantees  or  means-tested  benefits 
for  the  poor. 

The  comparative  research  suggests  that  differences  in  the  size  of  disability  rolls  across 
countries  depend  much  more  on  the  relative  strength  of  these  four  social  welfare  responses 
than  on  differences  in  the  underlying  health  of  the  population.  The  United  States,  in  contrast 
with  many  other  western  countries,  has  relatively  weak  support  systems  other  than  for 
disability.  For  example,  job  creation,  rehabilitation  and  training  programs  serve  small 
numbers  of  persons  relative  to  the  numbers  receiving  disability  benefits;  unemployment 
benefits  are  paid  to  only  about  half  of  those  seeking  work  and  are  limited  in  duration; 
Federal  funding  for  assistance,  other  than  that  based  on  disability,  is  available  only  to  certain 
low-income  families  with  children  and  those  benefits  have  declined  in  value  over  the  past  two 
decades.  The  same  analysis  suggests  that  policies  that  seek  to  reduce  reliance  on  one  or 
more  of  these  sources  of  support,  are  likely  to  increase  reliance  on  others. 

Availability  of  Health  Insurance 

In  the  absence  of  universal  health  care  coverage,  people  with  disabilities  face  particular 
problems  in  gaining  the  coverage  they  need.  If  they  are  employed,  they  may  be  covered  by 
employer-sponsored  health  insurance.  But  standard  employment-based  plans  may  not  cover 
the  services  needed  by  persons  with  chronic  conditions.  Furthermore,  coverage  under 
employment-based  insurance  has  been  declining.  Between  1988  and  1992,  the  number  of 
persons  under  age  65  in  the  United  States  without  any  private  or  public  health  care  coverage 
rose  by  nearly  5  million.  The  growth  in  the  number  without  any  coverage  occurred  despite 
significant  growth  in  the  proportion  of  that  population  who  were  covered  by  Medicaid.  In 
the  absence  of  universal  health  care  protection,  individuals  who  lack  the  coverage  they  need 
may  turn  to  DI  and  SSI  to  gain  coverage  under  Medicare  or  Medicaid,  which  accompanies 
entitlement  to  cash  disability  benefits. 

Changing  Treatment  for  People  with  Severe  Mental  Illness 

An  important  change  in  DI  and  SSI  that  occurred  in  the  1980s  is  an  increase  in  the  number 
of  people  with  severe  mental  illness  who  qualified  for  benefits.  Contributing  to  this  growth 
were  changes  in  DI  and  SSI  adjudicative  policy  in  the  early  and  mid-1980s,  a  longer-term 
trend  away  from  State  mental  institutions  to  community-based  care  for  people  with  severe 
mental  illness,  and  incremental  changes  during  the  later  1980s  that  were  designed  to  increase 
access  to  SSI  for  people  with  severe  mental  illness. 

While  changes  in  treatment  of  mental  illness  represent  advances  in  the  integration  of  people 
with  severe  mental  illness  into  the  community,  they  also  bring  a  shift  in  sources  of  support. 
Medicaid  and  SSI,  as  well  as  Medicare  and  DI  are  important  underpinnings  of  the 
community-based  system.  Effective  treatment  in  the  community  still  requires  coordinated 
services  that  replicate  what  had  previously  been  the  responsibility  of  State  mental  hospitals  — 
housing,  some  supervision,  medical  and  psychiatric  care  and  psychosocial  rehabilitation. 
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Because  of  the  importance  of  SSI  and  Medicaid  for  their  clients,  many  mental  health 
practitioners  now  consider  it  part  of  their  job  to  help  their  clients  qualify  for  these  programs. 

Increased  Claimant  Representation  and  Tliird  Party  Interest 

Over  the  past  15-20  years,  there  has  been  a  significant  increase  in  the  number  of  Social 
Security  claims  that  are  appealed  after  initially  being  denied,  as  well  as  an  increase  in  the 
likelihood  that  benefits  will  be  allowed  on  appeal.  There  has  also  been  a  significant  increase 
in  the  size  and  sophistication  of  organizations  of  claimants'  representatives  and  growing 
interest  of  third  parties  in  helping  individuals  gain  access  to  DI  or  SSI  disability  benefits. 
Recent  legislation  also  expedited  the  process  for  approving  fees  that  representatives  may 
charge  their  clients  when  their  appeals  of  denied  benefits  are  successful. 

Third  party  interests  include  groups  other  than  the  claimant,  or  the  claimants'  representative, 
who  have  a  direct  interest  in  having  DI  or  SSI  claims  allowed  to  certain  individuals.  They 
include  State  and  local  governments  with  State  financed  assistance  programs,  which  seek  to 
ensure  that  SSI  is  first  payor  for  low-income  persons  with  disabilities.  Employers  and 
insurers  that  provide  private  disability  insurance  calculate  premium  and  replacement  rates 
based  on  Social  Security  DI  being  first  payor  of  benefits  to  disabled  workers.  Consequently, 
they  often  encourage  or  require  those  claiming  private  benefits  to  also  claim  DI.  In  addition, 
hospitals,  rehabilitation  facilities  or  other  providers  of  services  may  have  a  direct  interest  in 
helping  patients  qualify  for  SSI  and  therefore  Medicaid,  so  that  they  can  be  reimbursed  for 
their  services.  Without  Medicaid  coverage  for  their  patients,  the  care  they  provide  is  likely 
to  be  uncompensated. 
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Chairman  Jacobs.  Thank  you  very  much.  Mr.  Bunning. 
Mr.  BuNNEsTG.  No  questions. 
Chairman  Jacobs.  Mr.  Houghton. 

Mr.  Houghton.  If  I  could  just  ask  you  to  clarify  that  statement: 
Nor  do  we,  as  a  panel,  take  the  position  that  only  a  universal 
health  care  scheme  can  address  the  particular  concerns?  How  did 
you  arrive  at  that? 

Ms.  Reno.  I  think  the  panel's  point  is  that  the  panel  has  not 
looked  in  depth  at  alternative  ways  of  providing  secure  health  care. 
That  is  not  its  primary  focus.  It  is  not  ruling  in  or  ruling  out  par- 
ticular options  at  this  point. 

Chairman  Jacobs.  Well,  I  guess  we  will  see  you  later.  It  is  a  3- 
year  study.  Thank  you  very  kindly  for  your  testimony  to  the  com- 
mittee. 

Ms.  Reno.  Thank  you. 

Chairman  Jacobs.  The  final  panel,  representing  the  city  of  Chi- 
cago, Lawrence  J.  Gorski;  the  American  Disabled  for  Attendant 
Programs  Today,  Paula  Malek;  and  the  National  Rehabilitation 
Hospital  Research  Center,  Gerben  DeJong. 

STATEMENT  OF  LAWRENCE  J.  GORSKI,  SPECL\L  ASSISTANT 
TO  THE  MAYOR,  CITY  OF  CHICAGO,  ILL.,  ON  BEHALF  OF  THE 
CITY  OF  CHICAGO  MAYOR'S  OFFICE  FOR  PEOPLE  WITH 
DISABILITIES 

Mr.  Gorski.  Good  afternoon,  Mr.  Chairman  and  members  of  the 
committee. 

My  name  is  Larry  Grorski.  I  am  special  assistant  to  Chicago 
Mayor  Richard  M.  Daley  and  director  of  the  Chicago  Mayor's  Office 
for  People  with  Disabilities.  Our  office  serves  more  than  45,000 
people  with  disabilities  in  the  metropolitan  area  of  Chicago  every 
year. 

In  a  few  weeks.  Mayor  Daley  will  come  to  Washington  to  present 
the  city  of  Chicago's  1994  Federal  legislative  agenda,  which  will  ex- 
pand on  the  city's  position  on  universal  health  care  coverage  for  all 
Americans. 

I  welcome  this  opportunity  today  to  present  testimony  regarding 
specifically  Americans  with  disabilities  and  the  need  for  com- 
prehensive health  care  reform,  and  I  want  to  thank  you,  Mr.  Chair- 
man, for  convening  the  hearing  and  also  thank  Chairman  Rosten- 
kowski  for  inviting  me  to  come  here  today  to  testify  at  this  hearing. 
We  have  been  working  with  him  and  his  staff  in  the  health  care 
area  for  a  while,  and  we  appreciate  

Chairman  Jacobs.  Where  is  he  from? 

Mr.  Gorski.  Chicago,  I  believe. 

Chairman  Jacobs.  Ah,  so!  [Laughter.] 

Mr.  Gorski.  Northwest  side  of  Chicago,  by  the  way. 

There  are  two  types  of  people  in  our  Nation  today,  those  who 
need  health  care  now  and  those  who  will  need  it  in  the  future.  No 
one  is  exempt,  and  no  one  should  be  excluded  from  coverage. 

Those  of  who  have  disabilities  often  refer  to  those  who  do  not  as 
TABs  or  the  temporarily  able-bodied,  because  the  fact  is  that  every- 
body will  have  a  disability  sooner  or  later,  if  only  you  live  long 
enough.  Disability  is  a  normal  part  of  life.  It  is  not  the  exception; 
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it  is  the  rule.  And  I  will  talk  about  that  in  more  detail  in  a  mo- 
ment. 

In  my  official  capacity  and  as  a  person  with  a  disability,  I  know 
that  people  with  disabilities  have  more  at  stake  in  health  care  re- 
form than  any  other  segment  of  our  Nation's  population.  We  also 
have  more  firsthand  knowledge  about  the  dire  need  for  reforming 
the  way  our  Nation  provides  health  care,  more  than  anyone  else 
who  will  be  testifying  in  the  halls  of  Congress  on  this  issue. 

As  you  have  heard  this  afternoon  already,  for  people  with  disabil- 
ities, there  are  four  key  components  essential  to  any  health  care  re- 
form legislation.  These  include  universal  access,  no  exclusions  for 
preexisting  conditions,  long-term  care  options  including  commu- 
nity-based in-home  services  rather  than  institutional  care,  and 
funding  for  personal  assistance  services  and  assistive  technology. 

The  principles  of  nondiscrimination  as  set  forth  in  the  Americans 
with  Disabilities  Act  must  be  part  of  health  care  reform,  and  those 
principles  include  inclusion,  independence,  and  empowerment.  We 
need  a  health  care  law  that  enables  people  with  disabilities  to  be 
productive  participating  members  of  society. 

Most  Americans  with  disabilities  now  have  health  care  coverage. 
It  is  called  Medicare  or  Medicaid.  It  is  the  wrong  kind  of  coverage, 
because  it  constrains  our  ability  to  live  independent  lives.  Millions 
of  Americans  with  disabilities  are  literally  prisoners  of  their  cur- 
rent health  plan,  whether  a  private  plan  or  a  public  plan,  publicly 
funded  plan. 

When  Congress  passed  the  ADA  in  1990,  the  most  comprehen- 
sive civil  rights  legislation  for  people  with  disabilities,  one  of  its 
key  provisions  was  nondiscrimination  in  the  area  of  employment. 
Our  unemployment  rate  is  higher  than  any  other  segment  of  soci- 
ety. Nationwide  at  least  67  percent  of  all  people  with  disabilities 
are  unemployed,  and  among  racial  minorities  with  disabilities,  the 
unemployment  rate  is  a  staggering  82  percent. 

Even  now,  though,  with  the  ADA  in  effect,  many  people  with  dis- 
abilities still  are  not  attempting  to  get  jobs,  and  that  is  because  of 
the  lack  of  health  care  coverage.  The  singlemost — single  greatest 
impediment  to  our  entering  the  work  force  is  the  lack  of  universal 
health  care  coverage,  and  I  urge  you  to  consider  the  fact  that  under 
the  current  Medicare/Ivledicaid  system,  people  with  disabilities  are 
basically  relegated  to  a  second-class  status  in  terms  of  not  being 
able  to  enter  the  work  force  like  everyone  else. 

It  deprives  our  Nation  of  a  skilled  work  force  and  of  all  the  tal- 
ent, expertise,  and  productivity  of  one-ninth  of  our  Nation's  popu- 
lation. That  is  one-half  of  the  two-thirds  of  the  unemployed  people 
with  disabilities. 

If  you  look  at  the  costs  of  what  this  is  costing  our  society,  these 
are  the  key  numbers.  Always  we  hear:  What  is  it  going  to  cost  for 
health  care  reform,  specifically  for  people  with  disabilities? 

We  should  look  at  what  society  is  paying  today  to  sustain  and 
support  people  with  disabilities  who  ar»j  imemployed.  The  figure  is 
$200  bilHon  a  year.  And  if  you  add  to  that  the  $100  bilHon  in  lost 
wages  and  taxes,  we  are  talking  about  a  $300  billion  a  year  price 
tag,  compared  to  the  $65  billion  price  tag  the  CBO  estimates  for 
long-term  care  for  people  with  disabilities  in  particular. 
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The  last  item  I  would  like  to  leave  you  with  in  my  testimony 
today  is  the  fact  that  today  we  are  16  percent  of  the  population; 
yet  within  25  years,  people  with  disabilities  will  be  the  majority  of 
our  population.  One  of  every  two  Americans  will  have  some  type 
of  disabling  condition,  according  to  the  Census  Bureau,  in  25  years. 

For  that  reason,  as  we  look  ahead  to  the  timeframes  of  nealth 
care  reform,  which  extend  into  the  next  century,  we  should  keep 
in  mind  the  demographics  of  what  our  population  will  look  like  in 
the  next  century,  and  that  is  why  the  issues  involving  people  with 
disabilities  should  be  key  to  health  care  reform,  not  an  add-on,  not 
a  tangential  issue,  but  the  heart  of  what  we  are  trying  to  accom- 
plish m  health  care  legislation. 

Thank  you. 

[The  prepared  statement  follo\'s:] 
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TESTIMONY  OF  LAWRENCE  J.  GORSKI 
CITY  OF  CHICAGO  MAYOR'S  OFnCE  FOR  PEOPLE  WITH  DISABILFTIES 

Mr.  Chairman,  my  name  is  Lawrence  J.  Gorski.  I  am  Special  Assistant  to  Chicago 
Mayor  Richard  M.  Daley  and  Director  of  the  City  of  Chicago's  Mayor's  Office  for 
People  with  Disabilities. 

%■ 

The  Mayor's  Office  for  People  with  Disabilities,  or  MOPD,  annually  serves  more  than 
45,000  persons  with  disabilities  in  the  Chicago  Metropolitan  area.  Created  in  1991, 
this  cabinet-level  department  was  established  to  meet  the  diverse  needs  of  the  more 
than  500,000  individuals  with  disabilities  who  live  and  work  in  Chicago  as  well  as  the 
1.5  million  people  with  disabilities  who  visit  our  city  each  year. 

MOPD  promotes  total  access,  full  participation  and  equal  opportunity  for  people  with 
disabilities  of  all  ages  in  ail  aspects  of  life.  Our  goal  is  to  make  Chicago  the  most 
accessible  city  in  the  nation,  and  we  seek  to  achieve  that  goal  through  a  multi-faceted 
approach  that  includes  systemic  change,  education  and  training,  advocacy  and  direct 
services. 

in  a  few  weeks.  Mayor  Daley  will  come  to  Washington  to  present  the  City  of 
Chicago's  1994  Federal  Legislative  Agenda,  which  will  expand  on  the  City's  position 
on  universal  health  care  coverage  for  all  Americans  and  a  basic  benefits  package.  I 
welcome  this  opportunity  to  present  testimony  today  regarding  Americans  with 
disabilities  and  the  need  for  comprehensive  health  care  reform. 

There  are  two  types  of  people  in  our  nation  today:  those  who  need  health  care  now 
and  those  who  will  need  it  in  the  future.  No  one  is  exempt,  and  no  one  should  be 
excluded. 

Those  of  us  who  have  disabilities  often  refer  to  those  who  do  not  as  "TABs,"  the 
temporarily  able-bodied.  Because  the  fact  is  everyone  will  have  a  disability  sooner  or 
later,  if  only  they  live  long  enough.  Disability  Is  a  normal  part  of  life.  It  is  not  the 
exception;  it  is  the  rule. 

In  my  official  capacity,  and  as  a  person  with  a  disability,  I  know  that  people  with 
disabilities  have  more  at  stake  in  health  care  reform  than  any  other  segment  of  our 
nation's  population.  We  also  have  more  first-hand  knowledge  about  the  dire  need  for 
reforming  the  way  our  nation  provides  health  care  than  anyone  else  who  will  be 
testifying  in  the  halls  of  Congress  on  this  issue. 

For  people  with  disabilities,  there  are  four  key  components  essential  to  any  health  care 
legislation: 

•  universal  access  —  everyone  has  the  right  to  adequate  and  appropriate  health 
care; 

•  no  exclusions  based  on  pre-existing  conditions  or  congenital  disabilities; 

•  long-term  care  options  that  include  community-based  in-home  services  as  a 
preferred  option  to  institutional  care; 

•  funding  for  personal  assistance  services  (PAS)  that  will  enable  millions  of 
people  with  disabilities  to  live  independently  in  their  communities. 

PAS  assist  people  with  mental  or  physical  disabilities  in  accomplishing  activities  of 
daily  living  (ADL).  Services  include,  but  are  not  limrted  to,  bathing,  dressing,  feeding, 
toileting,  transferring,  mobility  assistance,  cooking,  cleaning,  laundering,  cognitive 
assistance  and  monitoring.  PAS  also  includes  certain  health-related  tasks  delegated 
to  an  unlicensed  person  by  a  health  professional,  such  as  dispensing  medication, 
catheterization,  or  tube  feeding. 

Health  care  reform  is  vitally  important  to  people  with  disabilities.  The  principles  of 
nondiscrimination  set  forth  in  the  Americans  with  Disabilities  Act  (ADA)  must  be  part 
of  health  care  reform.  And  the  benefits  package  must  not  discriminate  against  people 
with  disabilities. 
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Additionally,  people  with  disabilities  must  be  involved  in  the  process  to  ensure  that 
health  care  reform  reflects  the  principles  of  the  ADA:  inclusion,  independence  and 
empowerment.  The  Health  Security  Act  is  very  strong:  universal  coverage,  no  pre- 
existing clauses  to  keep  people  out  and  no  waiting  periods,  no  lifetime  caps  on 
medically  necessary  or  appropriate  services,  and  protection  against  catastrophic  out- 
of-pocket  costs. 

One  area  of  concern,  however,  is  the  availability  of  all  types  of  rehabilitation  services. 
In  the  original  draft,  rehabilitation  would  only  be  covered  when  it  was  demonstrated 
that  "improvement"  would  continue.  This  illustrated  a  very  short-sighted  view  of  the 
necessity  and  benefits  of  many  forms  of  "maintenance"  rehabilitation. 

People  with  and  without  disabilities  must  have  primary  and  long-term  care,  personal 
assistance  and  psychiatric  services,  rehabilitation  for  all,  assistive  technology  and 
prescription  drugs.  They  must  have  the  right  to  make  health  care  choices.  They  must 
be  protected  from  forced  treatment  and  forced  consultations.  We  need  a  health  care 
law  that  enables  people  with  disabilities  to  be  productive,  participating  members  of 
society. 

Most  Americans  with  disabilities  have  health  care  coverage.  It  is  called  Medicaid.  It 
is  the  wrong  kind  of  coverage  because  it  constrains  our  ability  to  live  independent 
lives.  Millions  of  Americans  with  disabilities  are  literally  prisoners  of  their  current 
health  plan. 

In  1990,  Congress  passed  the  ADA,  the  most  comprehensive  civil  rights  legislation 
specifically  for  persons  with  disabilities.  Among  its  provisions,  the  ADA  prohibits 
discrimination  in  all  aspects  of  employment.  This  is  a  crucial  provision  because  of  the 
staggering  unemployment  rate  among  people  with  disabilities.  Sixty-seven  percent 
of  all  Americans  with  disabilities  are  unemployed.  Among  racial  minorities  with 
disabilities,  the  unemployment  rate  is  82%. 

But  even  with  the  ADA  now  in  effect,  many  people  with  disabilities  are  not  attempting 
to  enter  our  nation's  workforce.  And  the  single  greatest  obstacle  to  doing  so  is  the 
lack  of  universal  health  care.  Even  with  the  ADA,  people  with  disabilities  are  still 
forced  to  remain  on  public  aid  or  SSI  or  SSDI  in  order  to  qualify  for  Medicaid. 

With  universal  health  care,  this  impediment  would  no  longer  exist.  Medicaid  and 
Medicare  are  suffocating  people  with  disabilities  throughout  the  nation,  stifling  their 
ability  to  lead  independent  lives  and  entrapping  them  in  prisoner-like  conditions  in 
nursing  homes.  The  current  Medicare/Medicaid  system  relegates  persons  with 
disabilities  to  second-class  status.  It  deprives  our  nation  of  a  skilled  labor  force  and 
of  all  the  talent,  expertise  and  productivity  of  1/9  of  our  nation's  population. 

Formulas  estimating  costs  and  savings  have  left  out  one  crucial  component:  the 
wages  and  taxes  that  would  be  generated  by  people  with  disabilities  who  would  be 
able  to  enter  the  work  force  once  they  have  health  care  coverage. 

Our  nation  is  paying  twice.  First,  for  SSI  or  SSDI  payments  and  Medicaid,  and 
second,  for  lost  wages  and  taxes.  The  cost  of  sustaining  and  supporting  people  with 
disabilities  on  federal  and  state  programs  is  over  $200  billion  every  year  and  there  is 
the  second  cost  of  lost  wages  in  taxes  in  the  amount  of  $100  billion  a  year.  That  is 
$300  billion  every  year.  Contrast  that  figure  with  the  $65  billion  price  tag  the 
Congressional  Budget  Office  puts  on  long-term  care.  It  is  also  important  to  note  that 
the  CBO's  estimate  would  be  reduced  significantly  if  the  in-home  share  of  long-term 
care  would  increase. 

The  Health  Security  Act  would  ceate  a  new  long-term  care  program  under  the  Social 
Security  Act.  It  would  expand  in-home  and  community-based  services  to  persons 
with  disabilities  without  regard  to  income  or  age.  People  would  be  eligible  if  they 
could  not  perform  three  out  of  five  ADLs;  have  a  severe  cognitive  or  mental 
impairment;  have  severe  or  profound  mental  retardation;  or  if  under  six,  were 
dependent  on  technology  and  would  otherwise  be  in  a  hospital  or  other  institution. 
Benefits  would  include  a  standardized  assessment  and  individual  plans  of  care. 
Personal  assistance  services  would  be  available.  At  the  states'  option,  they  could 
include  a  range  of  critical  services  including  rehabilitation  and  habilitation.  This  is  a 
valiant  effort  to  tackle  an  enormously  difficult  problem.  However,  since  many  of  the 
services  may  be  offered  at  a  state's  option  and  there  will  be  a  national  expenditure 
ceiling,  states  may  not  be  able  to  deliver  services  even  though  such  services  are 
identified  as  being  necessary  for  an  individual  through  the  assessment  and  in  the  plan 
of  care. 
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The  plan  proposes  coverage  of  both  inpatient  and  outpatient  rehabilitation.  Coverage 
of  such  services  should  provide  a  full  continuum  of  care  for  patients  needing 
rehabilitation  services.  Ideally,  they  will  be  delivered  as  quickly  and  efficiently  as 
possible  to  the  major  benefit  and  prompt  recovery  of  a  rehabilitation  patient.  The  plan 
covers  hospital  outpatient  rehabilitation  services  including  physical  therapy, 
occupational  and  speech  therapy  to  restore  functional  capacity  or  to  minimize 
limitations  on  physical  and  cognitive  functions  as  a  result  of  illness  or  injury.  We 
commend  the  President  for  his  recognition  of  these  critical  outpatient  services  that 
focus  on  community-based  care  and  care  in  the  home  for  rehabilitation  patients. 
However,  we  suggest  the  following  recommendations  in  orderto  further  achieve  these 
objectives: 

1.  The  list  of  services  under  outpatient  services  should  be  expanded  to  include 
psychology  and  social  services  and  rehabilitation  nursing  services  when 
provided  by  Comprehensive  Outpatient  Rehabilitation  Facilities  as  defined  under 
section  1861(cc)  of  the  Social  Security  Act. 

2.  Cognitive  therapy,  audiology  and  hearing  tests  should  also  be  added. 

3.  The  60-day  evaluation  period  must  be  interpreted  only  as  an  evaluation  period 
(this  is  the  current  practice  under  Medicare)  and  not  be  interpreted  as  a  limit. 

4.  Congenital  disabilities  should  be  added  to  illness  and  injury  as  qualifying 
conditions  for  services. 

5.  The  limitations  on  coverage  of  prosthetic  and  orthotic  devices,  including 
replacements,  should  be  removed.  All  prosthetic  and  orthotic  devices  are 
custom  devices.  Replacements  are  needed  due  to  growth  and  change  as  well 
as  normal  wear  and  tear. 

The  Health  Security  Act  proposes  to  provide  a  tax  credit  of  up  to  50%  or  $15,000 
for  PAS  for  persons  with  disabilities  who  want  to  work.  This  proposal  would  be  a 
great  help  to  people  who  want  to  work  but  need  assistance  to  do  so  and  to  facilities 
that  train  people  for  employment  and  placing  them  in  jobs. 

Regional  Health  Alliances  with  their  array  of  HMO's,  PPO's  and  Fee-for-Service  plans, 
must  allow  for  adequate  choice  of  health  provider  for  Americans  with  disabilities. 
Many  individuals  with  disabilities  require  access  to  physiatrists  and  various  other 
"disability-knowledgeable"  providers  who  are  unlikely  to  be  included  in  many  HMO's 
and  PPO's.  But  only  the  Fee-for-Service  arrangement  will  allow  for  complete  choice 
of  provider,  and  this  alternative  is  presently  often  too  expensive  for  most  Americans 
with  disabilities. 

Under  the  Health  Security  Act,  to  be  eligible  for  the  Home  and  Community-Based 
services  program  individuals  must  require  assistance  in  three  ADLs.  We  are  concerned 
that  many  individuals  with  disabilities  will  not  qualify  for  the  program  since  they 
require  help  with  only  two  ADLs.  These  individuals  should  be  eligible  since  they  are 
in  jeopardy  of  costly  institutionalization  should  they  not  be  alkjwed  access  to  this 
innovative  program.  In  addition,  the  number  of  ADLs  should  be  expanded  to  include 
mobility  and  communication. 

The  provisions  for  people  with  disabilities  in  any  health  care  reform  package  will  be 
crucial  to  our  nation's  future.  Today  16%  of  our  population,  43  million  Americans, 
have  some  type  of  disabling  condition.  That  number  continues  to  rise  every  day.  In 
fact,  in  the  next  quarter  century  the  percentage  of  our  population  with  disabilities  will 
grow  dramatically.  In  25  years,  people  with  disabilities  will  no  longer  be  America's 
largest  minority;  we  will  be  the  majority,  with  50%  of  all  Americans  having  some 
type  of  disability. 

There  are  four  reasons  for  this  dramatic  increase.  First,  the  aging  of  our  population. 
People  over  the  age  of  80  are  the  fastest  growing  segment  of  our  society.  Second, 
better  medical  technology  is  allowing  people  to  live  longer  and  more  independently. 
Third,  my  generation,  the  baby  boomers,  will  once  again  skew  the  curve  as  we  reach 
retirement  age  in  20  years.  We  packed  the  schools  as  children;  we  must  not  pack  the 
nursing  homes  as  the  elderly. 

And  fourth,  today  there  are  children  being  born  who  even  a  year  ago  would  not  have 
survived  birth  were  it  not  for  neo-natal  intensive  care.  Many  of  these  children,  the 
vast  majority,  have  one  or  more  disabling  conditions.  These  may  include  respiratory 
conditions,  heart  conditions,  vision  impairments,  hearing  impairments  as  well  as 
developmental  disabilities  which  may  not  be  detected  until  the  age  of  6,  7  or  8. 
These  children  will  live  normal  life  spans.  They  are  entitled  to  a  productive, 
independent  life  which  will  only  be  available  to  them  under  universal  health  care. 

Universal  health  care  is  essential  to  our  nation's  future  economic  viability.  If  a 
business  were  to  batch  its  employees  in  groups  of  100,  and  then  select  11  people 
from  among  every  group  of  100  and  tell  those  individuals  to  stop  working,  just  sit, 
collect  pay  and  do  nothing,  that  business  would  not  last  very  long.  But  that's 
precisely  what  our  nation  is  doing  today  by  forcing  people  with  disabilities  not  to  work 
in  order  to  qualify  for  health  care  coverage. 
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Chairman  Jacobs.  Ms.  Malek. 

STATEMENT  OF  PAULA  MALEK,  ORGANIZER,  AMERICAN 
DISABLED  FOR  ATTENDANT  PROGRAMS  TODAY  (ADAPT) 

Ms.  Malek.  Good  afternoon.  My  name  is  Paula  Malek,  and  I  live 
in  Chicago,  and  I  am  here  representing  ADAPT,  the  American  Dis- 
abled for  Attendant  Programs  Today.  ADAPT  is  a  national  grass- 
roots organization  that  works  for  disability  rights. 

Many  of  our  members  have  either  been  in  or  have  been  threat- 
ened with  placement  into  nursing  homes  or  other  large  institutions. 

Chairman  Jacobs.  Ms.  Malek,  if  you  would  just  twist  that  micro- 
phone and  point  it  at  your  face  a  little  better,  I  think  everybody 
could  hear  you  better. 

Ms.  Malek.  Please  bear  with  me.  I  am  legally  blind. 

Now  I  have  lost  where  I  am  at. 

I  was  diagnosed  with  diabetes  at  age  2,  and  at  age  30,  I  had  a 
double  organ  transplant  which  led  to  a  spinal  cord  injury  and  legal 
blindness.  After  7  months  of  hospitalization,  it  was  deemed  that  I 
would  no  longer  benefit  from  any  further  inpatient  medical  treat- 
ments. 

Unfortunately,  4  months  before,  the  State  of  Illinois  had  closed 
their  Home  Services  Programs,  which  also  handled  attendant  serv- 
ices. 

I  sued  the  State  of  Illinois  and  won.  I  live  in  my  own  home,  and 
without  attendant  services,  I  could  not  be  here  today.  I  could  not 
even  go  to  the  grocery  store  or  do  any  of  the  normal  activities  that 
a  32-year-old  woman  does. 

What  are  attendant  services?  Attendant  services  is  help  in  bath- 
ing, cleaning,  dressing,  eating,  toileting,  whatever  needs  to  be  done. 

Without  a  national  personal  attendant  service  program  in  the 
health  care  reform  package,  people  have  no  choice  but  to  go  into 
nursing  homes  where  they  are  warehoused.  Once  you  go  in,  you 
rarely  come  out. 

We  need  community-based  services,  so  that  we  can  stay  in  our 
own  homes.  Nursing  homes  and  institutional  services  cost  six  times 
the  amoxmt  that  attendant  services  do. 

ADAPT  is  not  asking  for  1  new  dollar  of  Federal  money.  What 
ADAPT  is  asking  is  that  money  paid  to  nursing  homes  be  redi- 
rected. We  are  not  taking  money  away  from  people.  The  money 
would  follow  the  individual,  whether  the  person  chooses  to  live  in 
their  own  home  or  live  in  a  nursing  home. 

ADAPT  believes  that  health  care  is  a  right.  Today  we  have  a 
fragmented  society — I  am  sorry;  I  am  very  nervous — ^that  discrimi- 
nates against  the  significantly  disabled  in  that  there  is  no  cap  on 
the  money  that  goes  to  nursing  homes,  but  there  is  a  cap  on  at- 
tendant services.  When  the  money  runs  out,  waiting  lists  begin, 
and  people  do  not  get  services,  ana  they  have  no  option  but  to  say: 
OK,  put  me  in  a  nursing  home;  I  cannot  do  it  anymore. 

The  Health  Security  Act  is  one  of  only  two  health  care  proposals 
that  include  attendant  services.  One  is  the  McDermott  single-payer 
plan;  the  other  is  President  Clinton's.  We  think  that  President 
Clinton  has  taken  the  first  step,  but  we  do  not  think  it  goes  far 
enough. 
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I  challenge  you  to  address  the  dollar  issue.  Money  is  wasted  on 
the  institutional  bias  of  our  current  long-term  care  system.  Nation- 
ally we  spend  six  times  as  much  money  on  institutions  than  we  do 
on  attendant  services. 

Our  system  looks  at  institutions  as  the  first  option,  rather  than 
last.  If  you  are  lucky  at  all,  you  can  get  some  home  sendees.  Home 
services  are  handed  out  State -by- State  arbitrarily.  Some  States 
have  no  services  at  all.  Illinois  closed  theirs  because  they  ran  out 
of  money.  It  was  reopened  because  they  were  sued. 

Our  countr>^  is  changing.  There  are  more  and  more  people  Vrith 
disabilities.  There  are  currently  49  million  people,  and  our  number 
is  growing,  and  we  are  not  going  away. 

We  are  afraid  that  when  people  talk  about  cutting  health  care 
and  reform  that  it  is  going  to  be:  Your  disease  is  too  expensive; 
tough  luck.  We  are  afraid  that  public  policy  will  be  the  Dr. 
Kevorkian  deal  where  you  are  too  expensive:  you  are  disposable. 

We  are  being  penny-v-ise  but  pound-foolish.  It  is  cheaper  to  keep 
someone  in  their  home;  it  is  less  costly.  It  removes  costly  medical 
services  that  actually  prevent  or  at  least  slow  dovrii  some  of  the 
care  that  is  needed. 

ADAPT  believes  that  att-endant  ser\dces  needs  to  be  based  on 
functional  limits,  not  medical  diagnoses.  Minimal  standards  should 
be  set  that  include  the  entire  countr\\.  not  set  State  by  Stat-e. 

Those  minimum  standards  should  include,  but  not  be  hmit^d  to: 
one,  ser\4ces  that  are  community-based;  two,  availability  for  people 
of  all  ages;  three,  allovring  maximum  control  of  the  sen-ices  in  an 
indi\ddual  provider  situation,  as  well  as  services  provided  or  ad- 
minist-ered  through  agencies;  four,  available  24  hours  a  day,  7  days 
a  w^eek;  five,  pro\'isions  for  backup  and  emergency  care;  six,  allow- 
ing for  cost-sharing  for  people  who  have  higher  wages,  and  allow- 
ing the  health-care-related  tasks  be  done  by  qualified,  but  unli- 
censed, persons. 

In  H.R.  3600,  personal  assistance  services  are  capped,  are  a 
capped  entitlement.  \Mien  the  money  runs  out,  the  services  are 
gone.  However,  we  do  not  feel  it  is  fair  that  nursing  home  ser\dces 
are  not  capped.  As  long  as  this  inequity  exists,  nursing  homes  can 
use  up  all  the  money,  and  someone  who  is  staying  in  their  own 
home  is  suddenly  out  of  luck  unless  they  go  to  a  nursing  home. 

The  most  important  part  of  home  services  are  the  attendants.  We 
need  more  attendants;  we  need  attendants  that  are  trained;  and  we 
need  att-endants  that  get  a  li\ing  wage  and  benefits.  Currently  at- 
tendants in  Illinois  get  S4.65  an  hour  with  no  benefits. 

More  and  more  we  hear  people  talking  about  quality  of  life  in  re- 
lationship to  the  cost  of  providing  ser\-ices.  The  fear  among  the  dis- 
ability community  is  that  when  you  are  speaking  of  quality  of  hfe, 
it  is  my  quality  of  life,  and  it  is  my  life  that  is  going  to  be  hindered. 
It  is  the  Dr.  Kevorkian  method  of  handling  the  problem. 

I  Vrill  try  to  hurry.  I  know  I  am  over  the  time. 

This  concerns  my  life  and  the  lives  of  many  of  my  friends. 
ADAPT  believes  that  att-endant  services  must  be  part  of  any  na- 
tional health  reform  package  passed  by  Congress.  Lives  are  at 
stake. 

Thank  you. 

[The  prepared  statement  follows:] 


75 


TESTIMONY  OF  PAULA  MALEK 
AMERICAN  DISABLED  FOR  ATTENDANT  PROGRAMS  TODAY 


GOOD  AFTERNOON  I     MY  NAME  IS  PAULA  MALEK.     I  LIVE  IN  CHICAGO, 
ILLINOIS.   I  AM  HERE  TODAY  REPRESKNTING  ADAPT,  AMERICAN 
DISABLED  FOR  ATTENDANT  PROGRAM  TODAY.     ADAPT  IS  A  NATIONAL 
GRASSROOTS  DISABILITY/CIVJ L  RIGHTS  ORGANIZATION  BASED  IN 
DENVER,  COLORADO  WITH  ACTIVE  MEMBERSHIP  THROUGHOUT  THE  UNITED 
STATES.     THE  VAST  MAJORITY  OF  OUR  MEMBERS  ARE  PEOPLE  WITH 
DISABILITIES  MANY  WHO  USE  WHEELCHAIRS  AND  HAVE  BEEN  IN  OR 
THREATENED  WITH  PLACEMENT  INTO  NURSING  HOMES-  OR  OTHER  LARGE 
INSTITUTIONS.     I'M  HERE  TODAY  TO  SEND  YOU  A  SIMPLE  MESSAGE 
FROM  OUR  ORGANIZATION.     FREE  OUR  PEOPLE! 

ADAPT  CAN  NO  LONGER  TOLERATE  OUR  CURRENT  HEALTH  CARE  SYSTEM 
THAT  GIVES  US  MEDICAL  LABELS,  EXCLUDES  US  FROM  HEALTH 
INSURANCE  AND  WAREHOUSES  US  IN  NURSING  HOMES  AND  OTHER  LARGE 
INSTITUTIONS.     WHEN  ADAPT  TALKS  ABOUT  HEALTH  CARE  REFORM  WE 
FOCUS  OUR  ENERGIES  ON  HOW  THE  LONG  TERM  CARE  SYSTEM  IS 
WORKING.     FOR  THE  VAST  MAJORITY  OF  PEOPLE  WITH  DISABILITIES 
IT'S  NOT  WORKING  I     OUR  LONG  TERM  CARE  SYSTEM  IS  BROKEN  AND 
YOU  HAVE  AN  OPPORTUNITY  TO  FIX  IT. 

COMMUNITY-BASED  LONG  TERM  CARE  MUST  BE  PART  OF  ANY  HEALTH 
REFORM  PACKAGE  CONGRESS  PASSES.    THIS  INCLUDES  COMMUNITY- 
BASED  ATTENDANT  SERVICES.     COMMUNITY-BASED  ATTENDANT  SERVICES 
ARE  ESSENTIAL  FOR  PEOPLE  WITH  DISABILITIES  TO  BECOME 
INTEGRATED  INTO  OUR  SOCIETY.  .. 

I  AM  HERE  TODAY  TO  CHALLENGE  YOU  TO  CONFRONT  THE 
INSTITUTIONAL  BIAS  OF  OUR  CURRENT  LONG  TERM  CARE  SYSTEM.  THE 
SYSTEM  MUST  BE  REDIRECTED  TO  PUT  THE  HIGHEST  PRIORITY  ON  HOME 
AND  COMMUNITY  BASED  ATTENDANT  SERVICES  FOR  PEOPLE  WITH 
DISABILITIES,  REGARDLESS  OF  AGE  OR  DISABILITY. 

ADAPT  BELIEVES  THAT  CURRENTLY  THERE  IS  NOT  ENOUGH  MONEY  BEING 
SPENT  FOR  COMMUNITY-BASED  ATTENDANT  SERVICES/PERSONAL 
ASSISTANCE  SERVICES.     HOWEVER,  EVEN  IF  THERE  WAS  NOT  ONE  NEW 
DOLLAR  OF  FEDERAL  MONEY,  WE  STILL  COULD  CHANGE  THE  LIVES  OF 
THOUSANDS  OF  PEOPLE  WITH  DISABILITIES.     THIS  COULD  BE  DONE  BY 
REDIRECTING  THE  DOLLARS  NOW  BEING  SPENT  ON  INSTITUTIONAL 
SERVICES  TO  PAY  FOR  COMMUNITY-BASED  ATTENDANT  SERVICES. 

THE  MONEY  WOULD  NOT  BE  TAKEN  FROM  ANYONE.     THE  MONEY  WOULD 
FOLLOW  THE  INDIVIDUAL  IN  THE  COMMUNITY  RATHER  THAN  GOING  TO 
THE  PROFIT  MARGINS  OF  INSTITUTIONAL  PROVIDERS. 

THE  DEMOGRAPHICS  OF  OUR  COUNTRY  ARE  CHANGING!  PEOPLE  WITH 
DISABILITIES  ARE  A  GROWING  MINORITY  THAT  INCLUDES  CHILDREN 
WITH  DISABILITIES  AS  WELL  AS  WELL  AS  OLDER  AMERICANS.    WE  ARE 

MILLION  STRONG!     PEOPLE  WITH  DISABILITIES  WANT  TO  ATTAIN 
THEIR  HIGHEST  LEVEL  OF  INDEPENDENCE  AND  PRODUCTIVITY.  FOR 
SOME  THIS  MAY  MEAN  FULL-TIME  EMPLOYMENT.     FOR  OTHERS  IT  MAY 
MEAN  THE  ABILITY  TO  GO  TO  SCHOOL,  CHURCH.  VOLUNTEER  OR 
PARTICIPATE  IN  COMMUNITY  ACTIVITIES.     THE  BOTTOM  LINE  IS  WE 
ARE  NOT  GOING  AWAY,  WE  ARE  NOT  GOING  TO  HIDE.     LONG  TERM  CARE 
PUBLIC  POLICY  MUST  RECOGNIZE  THIS  REALITY  AND  BE  CHANGED  TO 
REFLECT  THE  COMMUNITY-BASED  NEEDS  OF  THE  DISABILITY 
COMMUNITY. 
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ADAPT  WELCOMKS  THK  UPPORTUNITy  TO  TESTIFY  ON  H.B.  3600,  THE 
HEALTH  SECURITY  ACT.     ADAPT  BELIEVES  THAT  HEALTH  GARB  IS  A 
RIGHT I     THE  HEALTH  CARE  REFORM  DEBATE  IS  ABOUT  US  -  PEOPLE 
WITH  DISABILITIES,  REGARDLESS  OF  OUR  AGE  OR  DISABILITY.  WHAT 
EXISTS  TODAY  IS  A  FRAGMENTED  SYSTEM  THAT  DISCRIMINATES 
AGAINST  PEOPLE  WITH  SIGNIFICANT  DISABILITIES.     HEALTH  CARE 
SHOULD  NOT  BE  DEFINED  AS  ONLY  COVERING  TRADITIONAL  MEDICALLY 
DEFINED  ACUTE  SERVICES  BUT  MUST  COVER  WHAT  WE  CALL  COMMUNITY- 
BASED  ATTENDANT  SERVICES/PERSONAL  ASSISTANCE  SERVICES/LONG 
TERM  CARE.       CURRENTLY  MEDICARE  PAYS  FOR  LITTLE  IF  ANY 
ONGOING  LONG  TERM  CARE  SUPPORT  SERVICES.     WE  ARB  BEING  A 
PENNY  WISE  BUT  A  DOLLAR  FOOLISH  BY  NOT  PROVIDING  ONGOING 
SUPPORT  SERVICES  THAT  WOULD  ELIMINATE  OR  DELAY  COSTLY  MEDICAL 
COSTS  THAT  MEDICARE  CURRENTLY  PAYS  FOR. 

H.B.     3600,  THE  HEATH  SECURITY  ACT  IS  ONE  OF  ONLY  TWO  HEALTH 
CARE  REFORM  PROPOSALS  THAT  INCLUDES  LONG  TERM  CARE  ISSUES. 
THOUGH  WE  BELIEVE  IT  DOES  NOT  GO  FAR  ENOUGH,  PRESIDENT 
CLINTON  AND  HIS  ADMINISTRATION  HAVE  TAKEN  A  FIRST  STEP  BY 
INCLUDING  LONG  TERM  CARE  IN  THE  HEALTH  SECURITY  ACT. 

ADAPT  DEFINES  COMMUNITY-BASED  ATTENDANT  SERVICES  TO  BE: 

'SERVICES  WHICH  ASSIST  PEOPLE  WITH  MENTAL  AND/OR  PHYSICAL 
DISABILITIES  IN  ACCOMPLISHING  ACTIVITIES  OF  DAILY  LIVING. 
SERVICES  INCLUDE,  BUT  ARE  NOT  LIMITED  TO:   BATHING,  DRESSING, 
FEEDING,   TOILETING,   TRANSFERRING,  MOBILITY  ASSISTANCE, 
COOKING,  CLEANING,  LAUNDERING,  COGNITIVE  ASSISTANCE  AND 
MONITORING.     HEALTH-RELATED  TASKS  WHICH  CAN  BE  DONE  BY  OR 
DELEGATED  TO  AN  UNLICENSED  PERSON  BY  A  HEALTH  PROFESSIONAL 
(  FOR  EXAMPLE:     DISPENSING  MEDICATIONS,  CATHETERIZATION  AND 
TUBE  FEEDING)  ARE  ALSO  CONSIDERED  COMMUNITY-BASED  ATTENDANT 
SERVICES. • 

COMMUNITY- BASED  ATTENDANT  SERVICES  ARE  PART  OF  A  LARGER 
SYSTEM  OF  PERSONAL  ASSISTANCE  SERVICES. 

ADAPT  BELIEVES  THAT  COMMUNITY-BASED  ATTENDANT  SERVICES  SHOULD 
BE  BASED  ON  FUNCTIONAL  NEEDS,  NOT  ON  THE  PERSON'S  MENTAL 
AND/OR  PHYSICAL  DIAGNOSIS/STATUS.     THE  SERVICES  MUST  BE 
AVAILABLE  REGARDLESS  OF  AGE.     FEDERAL  MINIMUM  STANDARDS  MUST 
BE  SET  THAT  ALL  STATES  MUST  COMPLY,  TO  GUARANTEE  EQUITY  OF 
SERVICES  THROUGHOUT  THE  COUNTRY. 

THESE  MINIMUM  STANDARDS  SHOULD  INCLUDE  BUT  NOT  LIMITED  TO: 

1)  SERVICES  THAT  ARE  COMMUNITY  BASED. 

2)  AVAILABILITY  FOR  PEOPLE  OF  ALL  AGES. 

3)  ALLOWING  MAXIMUM  CONTROL  OF  THE  SERVICE  IN  AN  INDIVIDUAL 
PROVIDER  SITUATION  AS  WELL  AS  IN  AN  AGENCY  ADMINISTERED 
SYSTEM . 

A)     AVAILABILITY  24  HOURS  A  DAY,  7  DAYS  A  WEEK. 

5)  PROVISIONS  FOR  BACK-UP  AND  EMERGENCY  SERVICES. 

6)  ALLOWING  FOR  COST  SHARING  (CO-PAY)  FOR  PEOPLE  WITH  HIGHER 
INCOMES. 

7)  ALLOWING  FOR  HEALTH-RELATED  TASKS  TO  BE  PERFORMED  BY 
UNLICENSED  PERSONS. 
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THB  H.B.  3600,  HEALTH  SECURITY  ACT  TOUCHES  ON  MANY  OF  THESE 
ISSUES  BUT  STILL  LEAVES  SOME  CRITICAI.  AREAS  THAT  KEBD  TO  BE 
AODRBSSKD. 

1.     T3B  SEW  PROPOSED  PERSONAL  ASSISTANCE  SERVICES  SBCTIOIf 
WHICH  INCLUDES  COKMUR ITY-AASBD  ATTENDANT  SERVICES  IS  A 
CAPPED  ENTITLKHSHT.     WHBH  THB  MOMEY  RUNS  OUT  MAITING 
LISTS  BEGIN. 

H.B.  3600  DOBS  MOTHIHG  TO  ELIHINATB  THE  BNTITLEMBHT 
PEOPLE  HAVE  TO  NURSING  ROMBS  AND  OTHER  INSTITUTIONS.  BY 
LEAVING  THIS  ENTITLEMENT  PEOPLE  WITH  DISABILITIES  AND 
THEIR  FAMILIES  WILL  NOT  HAVE  A  REAL  CHOICE  TO  REMAIN  AT 
HOME  BECAUSE  PUBLIC  DOLLARS  WILL  ONLY  BE  AVAILABLE  FOR 
INSTITUTIONAL  SERVICES. 

COMMUNITY-BASED  ATTENDANT  SERVICES  MUST  BE  AS  AVAILABLE 
AS  INSTITUTIONAL  SERVICES  0THBKWI8B  PEOPLE  WILL  HOT  HAVE 
REAL  CHOICES. 

ADAPT  BELIEVES  MONEY  NEEDS  TO  BE  REDIRECTED  FROM 
INSTITUTIONS  TO  THE  COMMUNITY.     OUR  SYSTEM  LOOKS  AT 
INSTITUTIONS  AS  THE  FIRST  OPTION  AND  COMMUNITY  AS  AN 
ALTERNATIVE.     THE  REVERSE  HEKDS  TO  BE  WHAT  H.B.  3600 
PROMOTES.     COMKUNITY  FIRST!     INSTITUTIONS  AS  THB  LAST 
OPTIONI 


2.  REALTH-EELATKD  TASKS  ARB  NOT  ADDRESSED  IN  B.B.  3600.  AS 
MORE  AND  MORE  PK)PLE  WITH  SIGHIFICAKT  DISABILITIES  MOVE 
INTO  THE  COMMUNITY  THERB  IS  A  GROt<ING  NEED  TO  ALLOW  ■■.  ■. 
QUALIFIED  UNLICEIiSSD  PEOPLE  TO  PROVIDB  HEALTH-RELATED 
TASKS  IK  TItg  CXl^efUNITY.     PRSSEiOXY  STATE  MEDICAL  AND 
SUESB  PRACTICES  ACTS  PROHIBIT  TRBSB  TASKS.     THIS  COKES 
rB<n<  HIBTORIC  STBRBOTYPIO  DULIBPC  A^OUT  RHALrB  AWD 
SAFETY  AND  PEOPLE  WITH  DISABILI TJK!* .     WHAT  ARB  COKSIDERBD 
MEDICAL  TASKS  BY  HEALTH  PROFESSIONALS  ARB  CONSIDERED  " 
ACTIVITIES  OF  DAILY  LIVIWC-  BY  PEOPLE  WITH  DISABILITIES. 
THIS  ISSUE  MUST  BE  ADDRESSED  IN  HEALTH  CARE  REFORM. 

B.B.  3600  MUST  DIRECT  THE  STATES  TO  REVIEW  AND  REVISE 
THEIR  MEDICAL  AND  NURSE  PRACTICES  ACTS. 

3.  THB  MOST  IMPORTANT  COMPONENT  OF  A  COMMUNITY-BASED 
ATTENDANT  SERVICRS  DELIVERY  SYSTEM  ARE  THB  ATTENDANTS. 
THREE  ISSUES  CONCERNING  ATTENDANTS  MOST  BE  ADDRESSED: 
FIRST,   INCREASING  THB  NUMBER  OP  QUALIFIED  ATTERDANTj 
SECOND,  ASSURING  ATTENDANTS  A  LIVABLE  WAGE  WITH  BENEFITS i 
AMD  THIRD  DECIDING  IF  AND  HOW  MUCH  TRAINING  ATTENDANTS 
NEED.     B.B.  3600  MUST  ADDRESS  THESE  AS  QUALITY  OF  GARB 
ISSUES.     THB  NATIONAL  PROGRAM  MUST  CLARIFY  WHO  IS  THE 
EMPLOYER,  WHO  PAYS  THE  TAXES  AKD  OTHER  BENEFITS  LIKE 
WORKKEIi'8  COMPENSATION. 

A.     H.B.  3600  MUST  ALSO  ADDRESS  THE  QUESTION  OF  LIABILITY. 
OUR  LAYERED  DELIVERY  SYSTEM  IS  PARTIALLY  CAUSED  BY 
EVERYONE  PROTECTING  THEMSELVES  FROM  BEING  SUED. 
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PEOPLE  WITH  DISABILITIES  SHOULD  BE  ABLE  TO  TAKE  RISKS 
WITHOUT  THEIR  HEALTH  AND  SAFETY  BEISG  JEOPARDIZED.     IF  ViE 
ARE  TO  HAVE  A  FLEXIBLE  DELIVERY  SYSTEM  WE  hTJST  ADDRESS 
THIS  ISSUE.     IT  IS  ESPECIALLY  OKEROLS  WliEK  HEALTH-RELATED 
TASKS  ARE  BEING  DELIVERED.     DOCTORS  AKD  NURSES  HAVE 
DIRECTED  THE  LIVES  OF  PEOPLE  WITH  DISABILITIES  FOR  TOO 
LONG.     LIABILITY  POOLS  HAY  BE  ONE  SOLUTION  TO  THIS 
PROBLEM. 

I  WANT  TO  CLOSE  ON  A  SO^IBER  HOTE.     MORE  AND  MCRE  WE  HEAR 
PEOPI^  TALKING  ABOUT  QUALITY  OF  LIFE  IN  RELATIOS  TO  THE  COST 
OF  PROVIDING  SERVICES.     THK  FEAR  IN  THE  DIS.ABILm'  COKMUNITY 
IS  THAT  "DR.   KEVORKIAN"  TYPE  APPROACHES  WILL  BECOME  A  PUBLIC 
POLICY  OPTION.     WHEN  PEOPLE  TALK  ABOUT  R.ATIONING  THEY  ARE 
TALKING  ABOUT  KY  LIFE  AND  THE  LIFE  OF  MJiNY  OF  K^'  FRIEKDS. 
THOUGH  W*E  DON'T  LIKE  TO  OPENLY  DISCUSS  IT  WE  ARE  COMING  TO  AN 
ERA  WE  K.AY  NOT  WANT  TO  SPEND  SCARCE  RESOURCES  ON  TEOPLE  WITH 
DISABILITIES.     WE  CANNOT  ALLOW  THIS  TO  OCCUR. 

ADAPT  BELIEVES  THAT  LONG  TERM  CARE  SERVICES  M'JST  BE  PART  OF 
ANY  HEALTH  REFORM  PACKAGE  PASSED  BY  CONGRESS.  NOTHING  LESS 
WILL  BE  ACCEPTABLE! 

THANK  YOUS 

FREE  OUR  PEOPLE! 


.AMERICAN  DISABLED  FOR  ATTENDANT  PROGRAMS  TODAY 
ADAPT 

12  BRO.ADWAY 

DENVER,  COLORADO  80203 

303/733-932^  VOICE 
303/733-6211  FAX 
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AMERICAN  DISABLED  FOR  ATTENDANT  PROGRAMS  TODAY,  (ADAPT) 
SUMMARY  ISSUE  PAPER  ON  ATTENDANT  SERVICES 


p£f xtJiiiPJi  pjE  mmmi  services 

Attendant  Services  assist  people  with  a  mental  an<J/or  physical 
disabilities  In  accompl ishing  activities  of  daily  living. 
Services  include,  but  are  not  limited  to:  bathing,  dressing, 
feeding,  toileting,  transferring,  mobility  assistance,  cooking, 
cleaning,  laundering,  cognitive  assistance  and  monitoring. 
Health-related  tasks  which  can  be  done  by  or  delegated  to  an 
unlicensed  person  by  a  health  professional  (for  example: 
dispensing  medications,  catheterization  and  tube  feeding)  are  also 
considered  attendant  services. 


ISSUES  THAT  MUST  BE  ADDRESSED  IN  ANY 
NATIONAL  ATTENDANT  SERVICES  PROGRAM 


I. 

Consuiier  Choice  and 

Control 

II, 

Universal! ty 

III. 

Provision  of  Health 

Related  Tasks 

rv. 

Personnel 

V. 

Liabi 1 ity 

VI. 

Funding 

I. 

CONSUMER  CHOICE  AND 

CONTROL 

States  should  get  consumer  input  in  the  design,  implementation  end 
evaluation  of  attendant  services  program. 

This  attendant  services  program  should  be  based  on  an  independent 
living  not  a  medical  model  of  service  delivery. 

There  are  two  basic  models  for  the  delivery  of  attendant  services: 
the  individual  provider  (soo^etimes  called  voucher  or  direct  pay) 
model,  and  the  agency  delivered  model.     One  service  delivery  model 
will  not  meet  the  varied  needs  and  skills  of  the  diverse 
disability  community  in  the  United  Slates. 

Whatever  delivery  system  is  designed,   individual  provider  or 
agency  model,   it   is  essential  that  recipients  of  attendant 
services  have  tl>e  greatest  possible  choice  and  control  of  who 
provides  his/hci  attendant  services.     This  means  people  with 
disabilities  should  have  lite  oplion  to  scJeol,  manage  and  dismiss 
llieir  attendants. 

Other  consunit;!   choice  and  control   issues  include:  services 
provided  in  a  comdumity  setting,  back  ui>  .'^lul  <»mergency  servicrs, 
availability  in  locations  other  llian  l  lie  homo  (like  school  or 
r.ork)  ,  and  <»n  flexibli-  hours,   24-lus.  a  dny,   scve.i;  days  a  ^ei-k. 
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II.  UNIVERSALITY 

These  services  must  be  based  on  functional  needs,  not  on  the 
person's  mental  and/or  physical  diagnosis/status.     The  services 
roust  be  available  regardless  of  age.     Federal  minimum  standards 
must  he  set  that  all  states  must  comply,   to  guarantee  equity  of 
services  throughout  the  country. 

These  minlnmm  standards  should  include  but  not  be  limited  to: 

1)  services  that  are  community  based. 

2)  availability  for  people  of  all  ages, 

3)  allowing  raaximum  control  of  the  service  both  in  an  agency 
administered  as  well  as  an  individual  provider  situation, 

4)  availability  24  hours  a  day,  7  days  a  week, 

5)  provisions  for  back-up  and  emergency  services 

6)  allowing  for  cost  sharing  (co-pay)   for  people  with  higher 
incomes , 

7)  allowing  for  health-related  tasks  to  be  performed  by 
unlicensed  persons  in  certain  instances. 

III.  PROVISION  OF  HEALTH  RELATED  TASKS 

The  current  fragmented  system  is  too  medically  oriented.  Many 
tasks  currently  defined  as  medical,     must  now  be  done  by  a 
licensed  health  professional,  but  could  be  done  by  a  qualified 
unlicensed  attendant.     Current  Medicaid  Home  Health  rules  prohibit 
this   in  most   instances,  or  require  lengthy  training  for  the 
attendant.     The  Medicaid  Personal  Care  option  currently  does  not 
allow  any  health  related  tasks  to  be  performed.     What   is  needed  is 
a  modified  hybrid  of  the  two,  allowing  delegation  of  health 
related  tasks   in  conjunction  with  personal  care.     Any  national 
program  must  direct  states  to  review  and  change  their  Nurse 
Practices  Acts  to  allow  delegation  of  health  related  tasks  to 
qualified  unlicensed  attendants. 

IV.  PF.ESONNKI.  ISSUES 

The  most  important  component  of  an  attendant  services  delivery 
system,  whether  individual  provider  or  agency-based,   is  the 
attendants.     Three  issues  concerning  attendants  must  be  addressed: 
first,    increasing  the  number  of  qualified  attendants;  second, 
assurii\g  attendants  a  livable  wage  with  benefits;  and  third, 
deciding  if  and  how  much  training  attendants  need.     Any  national 
prograa^  must  also  clarify  who  the  actual  eciployer  is.     Who  pays 
the  taxes?     Workmen's  Compensation?     Health  insurance?  These 
questions  arc  also  tied  to  the  direct  payment  versus  agency  model 
debate . 

V.  LIABILITY  ISSUES 

We  live  in  a  litigious  society  where  the  FEAR  of   lawsuits,  ralher 
Ih.an  data  on  actual  ucrurienoes  of  lawsuits,  di  ivcs  tlic  delivery 
system  «c  hnve  today.  leT-iire  Jicer.st»«-  of  tlif  ?.£cncies  and/or 

prwf  e^^  I'^iial  s  vvfi  i  ch  pio\idc  altei\d?.nt  services.     Stiite  agiMcies 
promulgate,  pages  of  rules  to  piotect   tl\emselves   from  potential 
lawsuits.     A  '>:il;>nre  must  b*»  strvi-^k  in»t'vei?n  protecting  the 
i  lid  I  V  i  liua  I  and  allowing  people  lu  take  reasonable  risks.  This 
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Chairman  Jacobs.  Thank  you,  Ms.  Malek. 
Dr.  DeJong. 

STATEMENT  OF  GEKBEN  DEJONG,  PHJ)^  DIRECTOR,  NA- 
TIONAL REHABILITATION  HOSPITAL  RESEARCH  CENTER, 
AND  PROFESSOR,  DEPARTMENT  OF  FAMILY  MEDICINE, 
GEORGETOWN  UNIVERSITY  SCHOOL  OF  MEDICINE,  WASH- 
INGTON, D.C. 

Mr.  DeJong.  Thank  you,  Mr.  Chairman  and  members  of  the 
committee. 

My  name  is  Gerben  DeJong,  and  I  serve  as  the  director  of  the 
National  RehabiUtation  Hospital  Research  Center  here  in  Washing- 
ton, D.C.  and  also  serve  as  a  professor  at  Greorgetown  University 
School  of  Medicine  in  the  Department  of  Family  Medicine. 

I  also  currently  serve  on  the  Disability  Panel  convened  by  the 
National  Academy  of  Social  Insurance  on  whose  behalf  Virginia 
Reno  testified  a  moment  ago. 

I  would  like  to  thank  the  subcommittee  for  inviting  me  to  testify 
today.  I  want  to  make  clear  that  I  do  not  speak  for  any  organiza- 
tion or  constituency,  including  the  National  Academy's  Disability 
Panel. 

I  have  been  a  longtime  student  of  how  the  Nation's  health  and 
income  policies  affect  the  lives  of  people  with  disabilities  and  would 
like  to  speak  accordingly. 

I  want  to  compliment  the  committee  for  addressing  how  health 
care  reform  is  likely  to  affect  people  with  disabilities,  particularly 
those  who  participate  in  the  Social  Security  disability  insurance 
program. 

I  firmly  believe  that  health  care  reform,  if  properly  conceived  and 
executed,  will  greatly  simplify  the  future  reform  of  the  disability  in- 
surance program  and  its  companion  program,  the  supplemental  se- 


I  believe  that  the  President's  health  care  reform,  the  Health  Se- 
curity Act,  H.R.  3600,  takes  a  number  of  steps  that  will  simplify 
life  for  people  with  disabilities,  especially  those  who  work  and 
those  who  receive  DI  benefits  but  do  not  work  for  fear  of  possibly 
losing  their  Medicare  benefit. 

To  imderstand  why  this  is  the  case,  I  want  to  turn  briefly  to  the 
current  system  and  how  it  affects  people  with  disabilities. 

An  overpowering  feature  of  American  social  policy  is  the  manner 
in  which  eligibility  for  many  in-kind  benefits,  such  as  health  bene- 
fits, are  closely  linked  to  a  person's  income  assistance  status.  It  is 
this  linkage  that  causes  so  many  of  the  problems  and  so  many  of 
the  disincentives  about  which  we  have  heard  and  about  which 
many  people  in  the  past  have  testified  before  this  committee.  I  do 
not  think  I  need  to  dwell  on  that  at  this  point.  I  would  instead  like 
to  turn  my  attention  to  the  President's  health  care  reform  plan  and 
identify  several  features  that  I  think  are  critical  to  the  decoupling 
of  income  benefits  and  health  benefits  that  help  create  the  dis- 
incentive problems  that  we  have  today. 

First,  universal  coverage.  Over  the  last  15  years,  the  Congress 
has  come  to  recognize  the  importance  of  medical  benefits  for  people 
with  disabilities  by  extending  these  benefits  when  people  partici- 
pate in  gainful  work. 
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However,  the  complex  rules  that  govern  these  extensions  of  medi- 
cal benefits  are  made  necessary  because  our  Nation  does  not  have 
universal  and  comprehensive  health  insurance.  If  we  did,  all  these 
complex  rules  and  the  bureaucratic  machinery  required  to  admin- 
ister them  would  simply  no  longer  be  needed.  The  absence  of  uni- 
versal health  insurance  makes  our  social  policies  that  much  more 
complex.  It  requires  tinkering  and  rulemaking  that  thwarts  the 
very  kinds  of  work  participation  and  independence  we  seek  to  pro- 
mote. 

Second,  comprehensive  benefits.  People  with  disabilities  need 
and  use  more  health  care  services  than  do  those  in  the  nondisabled 
population.  The  President's  plan  g:oes  a  long  way  to  recognizing  the 
additional  services  that  people  with  disabilities  need,  particmarly 
their  need  for  services  that  are  more  chronic  and  long-term  in  na- 
ture than  people  who  have  no  disabilities.  Yet  it  is  these  extended 
benefits  that  are  also  the  most  likely  to  be  excluded  from  most  tra- 
ditional health  plans. 

The  President's  plan  also  includes  a  new  long-term  home  and 
community-based  services  programs  that  will  help  those  individ- 
uals who  need  assistance  with  their  everyday  activities.  This  is 
most  important  to  those  with  severe  impairments  who  want  to 
work  but  cannot  do  so  without  some  kind  of  in-home  or  on-the-job 
assistance. 

Third,  the  proposed  tax  credit.  The  President's  plan  also  calls  for 
a  tax  credit  that  will  benefit  working  people  with  disabilities  who 
need  assistance  with  everyday  activities,  but  have  needs  not  ade- 
quately covered  vmder  the  proposed  home  and  community-based 
service  program  or  do  not  wish  to  participate  in  the  home/commu- 
ni^-based  service  program. 

The  President's  plan  would  allow  a  person  with  a  disability  to 
take  a  50  percent  tax  credit  of  costs  up  to  $15,000  per  year  to  cover 
personal  assistance  services  needed  in  the  home  or  on  the  job.  The 
proposed  tax  credit  would  allow  a  person  with  a  disability  to  make 
his  or  her  own  arrangements  with  a  minimum  of  Grovemment  in- 
terference. In  States  that  provide  less  adequate  home  and  commu- 
nity-based services,  under  the  President's  plan,  the  proposed  tax 
credit  will  also  enable  working  people  with  disabilities  to  continue 
working. 

Fourth,  community  ratings.  Another  step  toward  the  creation  of 
a  level  playing  field  is  the  President's  proposal  to  use  community 
ratings  rather  than  individual  or  group  risk  ratings  that  are  inher- 
ently discriminatory  toward  people  with  disabilities. 

In  closing,  I  just  want  to  say  that  having  studied  the  President's 
health  care  reform  plan  in  some  depth,  I  believe  that  the  plan's 
principal  features,  such  as  universal  coverage,  commimity  ratings, 
long-term  assistance  benefits,  and  the  proposed  tax  credit  for  per- 
sonal assistance,  will  go  a  long  way  toward  the  decoupling  of  health 
and  income  benefits.  I  believe  that  health  care  and  income  assist- 
ance reform  go  together. 

Thank  you,  Mr.  Chairman. 

[The  prepared  statement  follows:] 
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STATEMENT  OF  GERBEN  DeJONG,  Ph.D.,  DIRECTOR 
NATIONAL  REHABILITATION  HOSPITAL  RESEARCH  CENTER 


Gcxxi  afternoon.  My  name  is  Gerben  DeJong.  I  serve  as  the  Director  of  the 
National  Rehabilitation  Hospital  (NRH)  Research  Center  located  here  in  Washington,  DC 
and  serve  as  a  professor  in  the  Department  of  Family  Medicine  at  Georgetown  University 
School  of  Medicine.  Currently,  I  also  serve  on  the  Disability  Panel  convened  by 
National  Academy  of  Social  Insurance  at  the  request  of  this  Subcommittee's  chairman, 
Andy  Jacobs,  to  rethink  our  nation's  approach  to  disability  income  assistance. 

I  want  to  thank  the  Subcommittee  for  inviting  me  to  testify  today.  I  want  to  make 
clear  that  I  do  not  speak  for  any  particular  organization  or  constituency,  including  the 
National  Academy's  Disabihty  Panel,  although  I  know  that  there  are  many  individuals 
and  organizations  who  share  many  of  my  views.  I  am  here  only  because  I  have  been  a 
long-time  student  of  how  the  nation's  health  and  income  poUcies  affect  the  lives  of 
Americans  with  disabihties.  As  a  result,  I  have  come  to  develop  certain  views  about  the 
important  role  of  health  care  reform  in  disability  income  policy. 

The  NRH  Research  Center  is  a  division  of  the  Medlantic  Research  Institute,  a 
multi-center,  not-for-profit  biomedical  and  health  pohcy  research  organization.  The  NRH 
Research  Center  conducts  research  on  a  variety  of  issues  affecting  the  lives  of  people 
with  disabilities.  In  addition  to  its  clinical  research  activities,  the  Center  also  conducts 
research  on  health  and  income  poUcies  and  how  they  affect  the  well-being  of  people  with 
disabihties  including  issues  related  to  today's  discussion.  Three  years  ago,  for  example, 
the  NRH  Center  conducted  a  study  for  the  Social  Security  Administration  on  the 
relationship  between  health  insurance  and  work  incentive  for  people  receiving  disabihty 
income  assistance.  In  addition,  our  research  center  has  examined  how  health  care  reform 
is  likely  to  affect  people  with  disabihties. 

I  want  to  comphment  the  Committee  for  addressing  how  health  care  reform  is 
likely  to  affect  people  with  disabilities  particularly  those  who  participate  in  the  Social 
Security  Disability  Insurance  (DI)  program.  I  firmly  beheve  that  health  care  reform,  if 
properly  conceived  and  executed,  wtU  greatiy  simpUfy  future  reform  of  the  Disabihty 
Insurance  program  and  its  companion  program,  the  Supplemental  Security  Income  (SSI) 
program. 

The  President's  Health  Care  Reform  Proposal  (HR  3600) 

I  believe  that  tiie  President's  health  care  reform  proposal,  the  Health  Security  Act 
(HR  3600),  takes  a  number  of  steps  that  will  simplify  hfe  for  people  with  disabilities, 
especially  (1)  those  who  work  and  (2)  those  who  receive  DI  benefits  and  do  not  work  for 
fear  of  possibly  loosing  then-  Medicare  benefit.  To  understand  why  this  is  the  case,  I 
want  to  him  briefly  to  the  current  system  and  how  it  affects  people  with  disabihties. 


The  Current  System 

An  overpowering  feature  of  American  social  pohcy  is  the  manner  in  which 
ehgibUity  for  many  in-kind  benefits  such  as  health  benefits  are  closely  hnked  to  a 
person's  income  assistance  status.  In  the  case  of  people  with  disabihties,  their  eligibility 
for  Medicare  is  closely  Unked  to  their  status  as  a  DI  beneficiary.  Thus,  when  a  DI 
beneficiary  reUims  to  work  and  eventually  forfeits  his  or  her  income  benefits,  he  or  she 
also  stands  to  loose  his  or  her  Medicare  benefit.  While  such  losses  are  not  as  precipitous 
as  they  once  were,  the  rules  governing  these  extended  medical  benefits  are  exti^ordinarily 


84 


complex  and  discourage  many  from  seeking  or  accepting  gainful  work.  Moreover,  a 
finding  of  "medical  recovery"  renders  a  person  ineligible  for  medical  benefits  ~  another 
source  of  uncertainty  and  anxiety.  This  is  especially  a  problem  for  people  with  chronic 
maital  illness  who  experience  intermittent  disability. 

Universal  Coverage 

Over  the  last  15  years,  the  Congress  has  come  to  recognize  the  importance  of 
medical  benefits  for  people  with  disabUities  by  extending  these  benefits  when  people 
participate  in  gainful  work.  However,  the  complex  rules  that  govern  these  extensions  of 
medical  benefits  are  made  necessary  because  our  nation  does  not  have  universal  and 
comprehensive  health  insurance.  If  we  did,  all  these  complex  rules  and  the  bureaucratic 
machinery  required  to  administer  them,  would  simply  no  longer  be  needed.  The  absence 
of  universal  health  insurance  makes  our  social  policies  that  much  more  complex.  It 
requires  tinkering  and  rule-making  that  thwarts  the  very  kinds  of  work  participation  and 
independence  we  seek  to  promote. 

This  is  why  I  so  strongly  support  the  National  Academy's  Disabilit}'  Panel's 
preliminary  finding  that  "...ensuring  universal  protection  against  health  care  costs  would 
present  a  major  breakthrough  in  national  policy  with  regard  to  disability  income  and 
work. " 


Comprehensive  Benefits 

People  with  disabilities  need  and  use  more  health  care  services  than  do  those  in 
the  nondisabled  population.  According  to  national  survey  data,  for  example,  working-age 
people  "unable  to  carry  on  their  major  acti\dt>'"  (i.e.,  unable  to  work)  because  of  a 
chronic  health  condition,  incur,  on  average,  approximately  six  times  the  amount  of 
hospital  costs  than  do  those  who  are  not  limited  in  their  major  activity.  Moreover, 
people  with  disabilities  are  more  likely  to  need  services  of  a  more  chronic  or  long-term 
nature  than  do  people  without  disabilities.  Yet,  these  are  the  services  most  likely  to  be 
excluded  from  traditional  health  plans. 

The  President's  health  care  reform  plan  provides  for  a  feirly  broad  array  of 
baiefits  which  will  serve  people  with  disabilities  well.  The  President's  plan  also  includes 
a  new  long-term  home  and  community-based  services  program  that  wUl  help  those 
individuals  who  need  assistance  with  their  everyday  activities.  This  is  most  important  to 
those  uith  severe  impairments  who  want  to  work  but  cannot  do  so  without  some  in-home 
or  on-the-job  assistance. 

However,  because  each  state  wlU  be  allowed  to  define  the  benefits  to  be  included 
in  the  home  and  community-based  services  program,  benefits  will  vary  and  may  not 
always  meet  the  needs  of  working  people  with  disabilities  who  typically  require  a  more 
flexible  array  of  baiefits. 

Tax  Credit 

The  President's  plan  also  calls  for  a  tax  credit  that  wiU  benefit  working  people 
with  disabilities  who  need  assistance  with  everyday  activities  but  have  needs  not 
adequately  covered  under  the  proposed  home  and  community-based  service  program  or 
do  not  wish  to  participate  in  the  home  and  community-based  services  program.  The 
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President's  plan  would  allow  a  person  with  a  disability  to  take  a  50%  tax  credit  of  costs 
up  to  $15,000  per  year  to  cover  personal  assistance  services  needed  in  the  home  or  on  the 
job. 

The  proposed  tax  credit  would  allow  a  person  with  a  disabUity  to  make  his  or  her 
own  arrangements  with  a  minimum  of  governmental  interference.  In  states  that  provide 
less  adequate  home  and  community-based  services  under  the  President's  plan,  the 
proposed  tax  credit  will  also  enable  working  people  with  disabilities  to  continue  working. 
They  would  not  have  to  forego  employment  in  order  to  acquire  income  benefits  needed  to 
qualify  for  personal  assistance  services  under  Medicaid  or  other  means-tested  social 
services  program.  The  proposed  tax  credit  will  help  keep  working  people  with 
disabihties  out  of  the  nation's  welfare  system  and  the  complex  rules  that  govern  it. 

We  need  to  face  the  fact  that  some  people  with  disabihties  have  significant 
impairment-related  expenses  such  personal  assistance  services,  assistive  devices,  and 
transportation.  Apart  from  some  of  the  accommodations  that  an  employer  might  provide 
under  the  Americans  with  Disabilities  Act,  these  expenses  can  make  the  cost  of  working 
prohibitive.  The  President's  proposed  tax  credit  will  go  a  long  way  in  providing  a  more 
level  playing  field  between  people  with  and  without  disabihties. 

Community  Ratings  and  Health  Alliances 

Another  step  toward  the  creation  of  a  level  playing  field  is  the  President's 
proposal  to  use  community  ratings  rather  than  individual-  or  group-risk  ratings  that  are 
inherently  discriminatory  toward  people  with  disabilities.  Moreover,  the  plan  would 
ehminate  those  underwriting  practices  and  pre-existing  condition  clauses  that  deny  or 
reduce  coverage  to  individuals  with  disabihties  or  chronic  health  conditions.  By  using  a 
community-rating  system,  no  employer  would  have  an  incentive  to  discriminate  against 
people  with  disabihties  for  fear  that  such  an  individual  might  adversely  affect  an 
employee  group  rating.  Without  community  ratings,  people  with  disabilities  will  have  to 
look  to  the  pubhc  sector  to  locate  the  coverage  they  need. 

The  benefits  of  a  community  rating  system  cannot  be  fully  realized  without  the 
use  of  alliances  or  their  equivalent.  While  much  maligned  in  certain  quarters,  alliances 
are  needed  to  prevent  health  insurance  companies  from  segmenting  the  market  on  the 
basis  of  risk.  Without  alliances,  insurance  companies  will  continue  to  compete  on  risk, 
not  on  price  and  quality.  A  market  restructured  by  alliances  will  help  hmit  the  ability  of 
insurance  companies  to  skim  the  market  and  underserve  people  with  disabilities. 
Alhances  will  help  create  greater  certainty  and  predictabihty  that  people  with  disabilities 
need  when  moving  from  a  known  government-sponsored  health  plan  such  as  Medicare  to 
an  otherwise  less-certain  job-linked  health  plan. 

In  Closing 

Some  2'/2  years  ago,  I  testified  before  this  Subcommittee  about  some  of  the  steps 
needed  to  encourage  participation  in  gainful  work.    I  believe  now,  as  I  did  then,  that  if 
we  really  want  to  solve  our  work  disincentive  problems,  then  we  must  decouple  eligibility 
for  in-kind  benefits  from  eligibility  for  income  benefits.  Having  studied  the  President's 
health  care  reform  plan  in  some  depth,  I  believe  that  the  plan's  principal  features  such  as 
universal  coverage,  community  ratings,  long-term  assistance  benefits,  and  the  proposed 
tax-credit  for  personal  assistance  will  go  a  long  way  toward  the  decoupling  of  health  and 
income  benefits.  Health  care  and  income  assistance  reform  go  together. 
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Chairman  Jacobs.  Thank  you,  Dr.  DeJong. 
Mr.  Running. 

Mr.  Running.  Just  a  couple  of  questions. 
Mr.  Gorski — is  that  the  correct  pronunciation? 
Mr.  GrORSKi.  Yes. 

Mr.  Running.  In  your  testimonv,  you  talk  about  our  Nation  pay- 
ing twice  to  the  tune  of  about  $300  billion.  Whose  numbers  are 
those? 

Mr.  Gorski.  The  $200  billion  figure  was  a  figure  cited  by  Major 
Owens — let  me  get  the  title  right — the  Congressional  Task  Force  on 
Empowerment  and  Rights  of  Persons  with  Disabilities,  prior  to  the 
passage  of  the  ADA.  That  is  where  that  figure  comes  from. 

The  $4100  billion  figure,  I  could  get  you  a  citation.  I  cannot — I 
have  been  using  it  so  often,  and  it  has  been  a  while  since  we  had 
the  ADA  passed,  I  cannot  remember  exactly  where  that  came  from. 

Mr.  Running.  Well,  do  we  have  proof  that  the  $200  billion  is  a 
factual  number,  other  than  the  fact  that  it  was  just  quoted  in  the 
passage  of  the  law? 

Mr.  Gorski.  Oh,  there  were  computations  that  derived  that  fig- 
ure. This  is  based  on  all  Federal,  State,  and  local  programs  tar- 
geted to  people  with  disabilities  to  sustain  them  who  otherwise 
could  be  employed. 

Mr.  Running.  And  the  $65  billion  price  tag  that  CRO  put  on 
long-term  care? 

Mr.  Gorski.  Yes. 

Mr.  Running.  That  has  changed  from  the  time  that  long-term 
care  was  debated  on  the  floor  of  the  House,  then,  by  a  considerable 
amount  of  money. 

Mr.  Gorski.  This  figure  I  heard  last  week,  the  $65  billion  figure. 

Mr.  Running.  OK.  And  where  did  you  get — ^from  the  Census  Ru- 
reau,  the  fact  that  in  how  many  years  

Mr.  Gorski.  Twenty-five.  Actually  it  is  more  like  23. 

Mr.  Running.  Fifty  percent  of  the  people  in  this  country  will  be 
disabled?  Does  that  mean  that  they  will  be  disabled  under  the  cur- 
rent definition  of  disability,  when  a  person  is  disabled  in  the  ADA 
law,  or  what  does  that  mean? 

Mr.  Gorski.  It  was  from  a  Census  Rureau  study  that  was  issued 
in  January  of,  I  believe,  1991,  and  again  I  could  give  the  committee 
that  citation,  that  looked — it  was  an  interim — it  was  not  from  the 
Census  in  1990;  it  was  an  interim  report  based  on  some  1989  and 
1990  figures  prior  to  the  1990  Census  that  was  done  for  the  pur- 
pose of  collecting  disability  data,  and  it  referred  to  all  types  of  dis- 
abilities, physical  and  mental. 

Mr.  Running.  So  it  did  not  necessarily  match  up  with  the  defini- 
tion of  a  disabled  person? 

Mr.  Gorski.  Not  necessarily. 

Mr.  Running.  OK.  That  is  all.  Thank  you,  Mr.  Chairman. 

Chairman  Jacobs.  I  have  no  questions,  but  I  would  like  to  make 
one  observation  for  the  record. 

Archaeologists  reevaluated  2  or  3  years  ago,  I  think,  the  civiliza- 
tion of  the  neanderthals  as  compared  with  the  cro-magnons.  In  de- 
termining that  there  was  a  greater  degree  of  civilization  than  had 
theretofore  been  assumed,  they  based  their  findings  almost  entirely 
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on  new  evidence  that  it  was  a  society  that  helped  those  who  had 
disabiUties. 

I  thought  that  was  rather  significant,  because  many  people  have 
said  that  the  test  of  civilization  is  not  how  a  society  treats  its 
strongest,  but  how  it  treats  those  who  have  disabilities.  And  I 
think  that  that  probably  represents  not  just  the  spirit,  as  we  would 
like  to  say,  of  Americans,  but  I  think  it  reflects  the  spirit  of  what 
creation  has  done  really  to  the  ethical  guidance  system  of  all 
human  beings. 

So  we  get  caught  up  on  a  lot  of  important  things,  which  on  reflec- 
tion are  not  terribly  important  at  all,  compared  to  being  fair. 

A  great  Marine  Corps  General  from  the  State  of  Indiana,  a 
former  Commandant,  David  M.  Schue,  a  Medal  of  Honor  winner  at 
Tarawa  in  World  War  II,  said  that  his  philosophy  of  life  is  that  we 
are  here  to  help  each  other  and  have  a  little  fun  before  they  put 
us  down  in  the  bo « . 

Chairman  Jacobs.  With  that  we  will  conclude  the  hearing. 

[Whereupon,  at  3:22  p.m.,  the  hearing  was  adjourned.] 

[Submissions  for  the  record  follow:] 
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TESTIMONY  OF  HELENS  GELBER-LEHMAN 
ASSOCIATION  FOR  THE  RIGHTS  OF  DISABLED  CONSUMERS,  INC 

Chairman  Jacobs  and  members  of  the  Subcommittee: 

My  name  is  Helene  Gelber-Lehman.  I  am  grateful  for  this  opportunity  to  provide  testimony  on 
issues  so  crucial  to  the  lives  of  all  disabled  Americans.  I  speak  both  as  a  disabled  individual  and  as  an 
advocate  for  the  disabled  community  at  large,  having  acted  as  such  intermittently  since  1974  when  the 
Association  for  the  Rights  of  Disabled  Consumers  was  formed.  In  response  to  the  questions  raised  by 
this  sub-committee  in  its  examination  of  issues  relating  to  the  impact  of  the  Health  Security  Act  on 
Health  Care  Coverage  for  Americans  with  disabilities,  I  state  the  following: 

We  as  Americans  who  suffer  from  disabilities  and  pre-existing  conditions  that  render  us  ineligible 
for  full  coverage  health  insurance  know  more  intimately  than  most  how  urgently  this  nation  needs 
universal  entitlement  to  affordable,  comprehensive  and  quality  health  care  for  all  its  citizens. 

Those  of  us  whose  lives,  hopes  and  dreams  have  been  stamped  CANCEL  by  profit  oriented,  self- 
serving  insurance  companies,  know  how  it  feels  to  be  denied  healtii  care  when  we  most  need  it.  We 
know  how  it  feels  to  be  reduced  to  indigence,  forced  to  remain  destitute  in  order  to  remain  eligible  for 
medical  care  we  can't  survive  without,  and  then  at  best  be  begrudgingly  provided  with  the  lowest 
standard  of  health  care  available.  We  know  how  it  feels  to  have  our  spirits  broken  by  disability  laws 
that  purport  to  help  the  disabled  but  in  fact  mandate  that  to  continue  receiving  treatment  we  never  surface 
above  a  contrived  "poverty  line"*l  that  strangles  us,  snuffing  out  our  lives  and  aspirations.  We  know 
what  it  is  like  to  have  our  survival  pitted  against  laws  w^ich  push  us  to  spiritual  and  ethical  anguish, 
pinning  us  down,  hostage  to  our  needs,  shunned  by  a  society  miffed  that  our  broken  bodies  and  spirits 
"litter"  their  city's  streets.  We  know  how  it  feels  to  be  confined  by  mental  or  physical  disabilities  over 
which  we  have  little  or  no  control,  thought  of  as  worthless  burdens,  sentenced  to  life  of  destitution 
simply  because  our  disabilities  compromise  our  ability  to  be  self  supporting. 

Current  Disability  Laws  do  not  even  provide  the  disabled  with  equal  rights  to  those  of  convicted 
criminals  who  by  law  are  entitled  to  adequate  food,  clothing,  shelter,  heat,  air  conditioning,  bathing 
facilities,  recreation,  medical,  dental  and  custodial  care,  job  training,  rehabilitation,  and  free  legal  counsel. 
//  must  he  presumed  that  our  constitution  does  not  only  provide  equal  rights  to  those  with  physical  or 
fiscal  siq>eriority.  It  is  with  this  knowledge  and  experience  that  we  respond. 

PART  I-  DISCUSSION  OF  QUESTIONS  RAISED 

IMPACT  OF  H.R  3600,  TBE  HEALTH  SECURITY  ACT  ON  ELIMINATING  BARRIERS  THAT 
CONFRONT  DISABLED  INDIVIDUALS  SEEKING  EMPLOYMENT. 

1 .  While  there  can  be  no  question  that  a  mandate  guaranteeing  all  Americans,  (including  those  with 
disabilities  and  those  who  are  indigent)  full  coverage  health  insurance  would  remove  one  of  the  most 
insidious  barriers  to  productivity  facing  Americans  with  disabilities,  it  does  not  necessarily  follow  that 
coupling  that  the  mandate  for  universal  health  care  with  a  mandate  requiring  all  employers  to  provide 
such  coverage  is  either  practical  or  expedient.  In  fact  that  "coupling"  if  made  a  contingency  may 
undermine  the  intent  of  the  measure.  It  may  seriously  discriminate  against  those  wiio  can  not  and  will 
not  ever  be  employable.  It  may  also  prove  to  be  an  insurmountable  obstacle  to  the  passage  of  any 
national  health  care  act  and  have  a  deleterious  effect  on  the  nations  economy  for  any  mandate  requiring 
all  employers  to  provide  health  coverage  for  all  its  employees  might  inspire  employers  (especially  small 
businesses)  to  rapidly  purge  their  payrolls,  exacerbating  the  employment  crisis. 

ADDITIONAL  QUESTIONS  RAISED 

2.  Before  any  serious  discussion  can  continue  it  first  must  be  known:  (a)  will  any  mandate  include 
employer  responsibility  for  part  time  employees  or  only  full  time  employees,  (b)  who  are  those 
Americans  left  out  of  the  term  "most"!  What  percentage  or  class  of  employees  would  not  be  covered  by 
this  mandate?  (c)  Will  insurance  premiums  for  disabled  employees  or  those  with  pre-existing  conditions 
be  more  costly  than  those  available  for  others?  (d)  Will  the  cost  to  small  businesses  be  prohibitive, 
creating  a  disincentive  to  hiring?  (e)  What  becomes  of  those  who  are  truly  not  employable  and  may  never 
be?  Do  they  fall  through  the  space  not  covered  by  the  term  "most"  and  find  ttiemselves  once  again 
eligible  for  the  most  inferior  health  care  ? 

RE:  FEASIBILITY  OF  DETERMINING  PREMIUMS 
BY  COMMUNITY  BASED  RATING  SYSTEM 

3.  If  full  coverage  for  disabled  individuals  is  scheduled  to  be  more  costly  than  insurance  premiums 
for  others,  the  additional  expense  will  surely  be  a  disincentive  for  employers  considering  hiring  a  disabled 
person,  if  the  employer  must  provide  coverage  for  all  employees  and  pay  80%  of  the  premiums,  and  an 
additional  disincentive  to  the  disabled  who  must  pay  the  other  20%.  If  tiie  costs  of  all  health  msurance 
premiums  are  determined  by  a  community  based  rating  system,  as  suggested,  this  may  equalize  the 
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burden  of  health  care  premiums  for  the  disabled  and  for  employers  considering  hiring  disabled 
employees.  However,  would  the  community  based  rating  system  calculate  cost  of  premiums  on,  (a)  the 
cost  of  providing  health  care  based  on  the  needs  of  the  community,  factoring  in  the  additional  cost 
incurred  by  insurance  companies  for  insuring  high  cost  users  or,  (b)  the  cost  of  health  care  based  on  the 
difference  between  the  average  provider  fees  in  each  community?  If  the  fees  for  procedures  are  higher 
in  one  community  wdiere  local  traffic  will  bear  them,  but  the  cost  of  providing  health  care  to  communities 
densely  populated  with  high-cost  users  is  actually  higher,  which  community  will  have  higher  premiums? 

A  community  rating  system  could  result  in  the  most  depressed  urban  communities  having  the 
highest  premiums.  People  who  live  in  wealthy  suburban  communities  have  fewer  health  care  needs  than 
those  in  urban  impoverished  communities  because  self  esteem  and  preventative  health  care  measures  are 
greater.  People  who  live  in  depressed  areas  have  far  more  acute  and  chronic  physical,  dental,  and  mental 
problems  than  those  in  wealthy  suburban  communities  because  in  the  case  of  the  latter,  (a)  the  general 
self  esteem  and  moral  is  higher,  (b)  the  educational  level  is  generally  higher,  (c)  more  preventative 
measures  are  used  to  obviate  the  kinds  of  chronic  and  permanent  problems  that  beset  poor  communities 
wiiere  the  matrix  is  neglect,  poor  hygiene,  rodent  infestation,  and  depression,  (d)  The  further  consequence 
of  these  factors  is  widespread  drug  addiction,  alcoholism,  dietary  insufficiency,  child  abuse  and  mental 
and  emotional  dysfunction.  How  will  communities  be  defined?  Will  Harlem  have  a  higher  premium  than 
Beverly  Hills?  If  premiums  average  in  the  additional  expense  of  high-cost  users  in  each  community,  it 
will  substantially  increase  the  insurance  premiums,  making  the  cost  prohibitive  to  those  who  need  it  most. 

In  light  of  the  generally  accepted  fact  that  the  current  cost  of  health  insurance  premiums  and  the 
corresponding  co-payment  schedules  are  prohibitively  high  to  those  on  the  lower  half  of  the  economic 
scale  (which  is  one  of  the  fundamental  reasons  why  we  have  a  health  care  crisis)  it  does  not  seem 
socially  or  economically  acceptable  to  set  up  a  system  that  will  raise  the  cost  of  health  care  premiimis 
for  those  on  the  lower  half  of  the  economic  scale  who  most  need  help. 

We  favor  fixed  premiums  (geographically  adjustable  by  1 5%  above  or  below  the  national  average) 
for  basic  coverage,  based  on  the  cost  of  living  in  each  area  allowing  those  with  high  income  to  opt  for 
more  costly  premiums  that  include  non-essential  "frills".  (SEE  Part  11,  Item  14  of  this  document). 

We  also  favor  using  the  existing  structure  of  Medicare  to  share  the  additional  expense  of  high-cost 
consumers  of  health  care.  (See  ,  Part  II,  Items  1-15).  By  insuring  all  Americans,  a)  the  increased  base 
for  premium  revenue  to  insurance  companies,  coupled  by,  b)  By  extending  medicare  to  cover  all  disabled, 
high  cost  consumers  or  those  with  pre-existing  conditions,  the  reduced  burden  of  not  having  to  pay  the 
ongoing  expense  of  high-cost  consumers  will  reduce  national  premiums  and  ultimately  the  cost  of  health 
care.  Medicaid,  instead  of  administering  and  paying  the  actual  cost  of  individual  procedures,  will  provide 
funds  to  subsidize  the  premiums  for  ttie  needy.  (See,  Part  II,  Item  3,  HOW  THIS  SYSTEM  REDUCES 
FEDERAL  SPENDING,  COST  OF  PREMIUMS  AND  HEALTH  CARE  COSTS) 

PROPOSED  MANDATE  MAY  CREATE  DISINCENTIVES  FOR  EMPLOYERS  HIRING  THE 
DISABLED  OR  PART  TIME  EMPLOYEES 

4.  It  is  unrealistic  to  presume  that  'iiws/"  Americans  with  disabilities  will  be  able  to  achieve  fidl 
time  employment.  It  is  far  more  accurate  to  assume  that  "most"  individuals  with  disabilities  could 
become  at  least  part  time  employees,  or  self-employed  on  a  part  time  basis,  wdiile  some  may  be  able  to 
become  full  time  employees  or  self  employed.  However  to  mandate  that  all  employers  provide  health  care 
coverage  for  all  part  time  employees  as  well  as  full  time  employees  may  create  further  barriers  for  those 
disabled  (or  those  in  general)  seeking  part  time  employment. 

PROPOSED  MANDATE  MAY  CREATE  DISINCENTIVES  FOR  DISABLED  TO  BECOME  SEU" 
EMPLOYED,  FREE  LANCE  OR  INDEPENDENT  CONTRACTORS 

5.  This  proposed  legislative  mandate  also  presumes  that  most  Americans  with  disabilities  who  strive 
to  achieve  self  support  will  be  seeking  outside  employment  rather  than  self-employment  through  the 
creation  of  home  businesses  or  by  being  "free  lance"  or  "independent  contractors".  By  mandating  that 
all  employers  regardless  be  responsible  for  insuring  all  their  employees,  a  disproportionate  burden  is 
placed  on  awp  self  employed  individual.  Additionally,  if  the  cost  of  premiums  becomes  higher,  (for  hi- 
cost  users)  this  would  create  a  still  further  barrier  to  self  employment. 

PROPOSED  MANDATE  MAY  INCREASE  UNEMPLOYMENT 

6.  If  all  employers  are  mandated  to  pay  premiums  for  all  employees  even  if  that  cost  would  be 
prohibitive  in  relation  to  their  profits,  it  may  have  a  deleterious  effect  on  employment  potential  for  all 
Americans.  It  could  motivate  all  employers  (especially  small  businesses)  to  purge  their  payrolls  of  anyone 
but  the  most  essential  employees.  However  if  employers  are  caused  to  pay  only  a  portion  of  emplyees 
premiums  based  on  net  income  adjusted  for  certain  ineligible  and/or  intangible  deductions  such  as 
currently  used  in  the  Alternative  Minimum  Tax  Structure,  IRC§55  (AMTS)  relative  to  Part  Time  or  Full 
Time  status  of  employees,  this  would  provide  equity.  (SEE  Part  11,  Item  15,  Schedule  C) 
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TAX  CREDITS 

7.  Blind  individuals  currently  receive  tax  credits  for  special  needs.  It  must  be  recognized  that  a// 
disabled  individuals,  not  only  the  blind,  including  those  with  unobservable  but  debilitating  internal 
physical,  mental  or  emotional  disabilities,  perceptual  disabilities  other  than  blindness  such  as  dyslexia, 
hearing  impairment  etc.  also  have  special  needs  requiring  varying  degrees  of  compensatory  services  to 
equalize  and  maximize  their  competitive  potential  and/or  ability  to  be  functional  and  productive. 

Disabled  people  do  not  want  or  need  pity,  returning  to  work  after  recovery  or  rehabilitation  may 
require  special  assistance  in  order  to  compensate  for  limitations  imposed  on  them  by  their  disability. 

While  all  people  are  created  equal  in  the  eyes  of  God  and  must  be  seen  as  equal  in  the  eyes  of 
the  law  in  terms  of  their  value  as  human  beings,  not  all  people  have  equal  physical/mental/social 
capacities  or  skills.  Disabled  people,  as  all  people  must  be  valued  for  their  abilities,  tiieir  differences, 
their  perspectives,  intelligence,  experience  and  willingness  to  accomplish  tasks  necessary  for  the 
enhancement  of  a  business  or  community.  It  therefore  makes  absolute  economic  and  ethical  sense  to 
allow  tax  credits  to  all  disabled  individuals  for  any  equipment  or  services,  including  but  not  limited  to; 
additional  care,  special  transportation  needs,  attendant  care  services,  reader  services,  individualized 
equipment,  compensatory  devices,  special  diets,  restaurant  allowances,  clothing,  pet  care,  psychological 
support  services,  etc.)  in  order  to  equalize  their  competitive  potential  and  maximize  their  productivity, 
even  if  only  employed  on  a  part  time  basis  at  home.  The  disabled  community  must  be  considered  a 
buried  treasure  of  talent,  skill,  experience  (and  tax  revenue)  heretofore  neglected  and  devalued.  It  is  time 
we  get  serious  about  equal  rights  to  life,  liberty  and  the  pursuit  of  happiness  to  all  Americans.  It  must 
be  presumed  that  those  equal  rights  were  not  only  guaranteed  to  those  with  physical  orfisscal  superiority. 

RE:  GRANT  PROGRAMS  FOR  STATES  TO  PROVIDE  HOME  AND  COMMUNITY  BASED 
SERVICES  FOR  INDIVIDUALS  WITB  SEVERE  DISABILITIES. 

8.  In  1974  when  the  Supplemental  Security  Income  (SSI)  was  enacted,  many  severely  disabled 
individuals  who  had  been  living  independently  or  with  the  help  of  a  friend,  relative  or  personal  attendant, 
were  evicted  from  their  homes  because  SSI  did  not  account  for  rent  or  real  cost  of  living  increases, 
whereas  the  previous  community  based  public  assistance  programs  for  the  disabled  (PAD)  had  taken 
these  unavoidable  increases  into  account,  adjusting  disability  payments  accordingly.  Severely  disabled 
people  (a  relative  term  which  for  the  purposes  of  this  discussion  will  be  defined  as  those  who  have  either 
physical,  mental  or  developmental  disabilities  that  require  periodic  or  ongoing  care  as  an  in-patient  in 
a  medical  facility)  were  evicted  from  their  homes  and  either  institutionalized  in  nursing  homes,  medical 
residential  facilities,  mental  hospitals  or  forced  to  live  in  the  streets. 

The  cost  of  keeping  a  severely  disabled  person  in  a  medical  residential  facility  or  institution  is 
substantially  greater  than  the  cost  of  an  apartment  and  part  time  or  full  time  home  attendant  care. 

Creating  Grant  Programs  for  community  based  services  for  all  disabled  people,  in  order  to  help 
them  with  many  difficult  and  painful  aspects  of  living,  would  go  far  in  allowing  the  disabled  individual 
to  live  with  some  semblance  of  privacy,  dignity  and  quality  to  their  lives,  if  it  facilitated  independent 
living  for  those  now  in  institutions  or  homeless,  who  are  hopelessly  trapped  by  their  conditions.  Living 
in  an  institution,  (SSI  currently  allows  only  $20.  per  month  for  all  incidental  expenses  for  those  in 
medical,  residential  facilities)  is  isolating,  dehumanizing,  demoralizing  and  an  unconscionable  alternative. 

No  one  other  than  a  convicted  criminal  should  be  isolated  and  kept  hostage  in  a  nursing  home 
or  medical  facility  simply  because  they  are  ill  or  disabled,  unless  it  is  their  choice. 

THOSE  WHO  NEED  IT  MOST,  EXCLUDED  FROM  QUALITY/COMPREHENSIVE  COVERAGE 

9.  It  is  unacceptable  to  design  any  Health  Security  Act  or  program  that  will  maintain  the  status  quo 
regarding  health  care  for  the  disabled  poor,  or  even  consider  not  covering  any  segment  of  the  population. 
Many  who  have  no  personal  experience  with  services  provided  under  the  Medicaid  program,  assume  that 
Medicaid  is  a  panacea  for  the  poor.  Their  experience  does  not  allow  them  to  realize  the  problems  it 
creates  for  its  users.  The  current  Medicaid  standard  of  quality  is  shamefully  poor.  Poor  quality  health 
services  are  self  defeating.  The  current  Medicaid  system  is  so  inefficient,  cumbersome  and  objectionable 
to  most  private  doctors  (and  even  to  many  medicaid  recipients),  providers  refuse  to  treat  Medicaid 
patients,  and  patients  refuse  to  use  medicaid  facilities.  The  disabled  and  the  poor  flood  hospital  clinics 
and  frequently  resort  to  hospital  emergency  rooms  as  surrogate  "family  doctors"  because  they  have  no 
choice.  Hospitals  suffer  economic  loses  amounting  to  billions  yearly  because  of  defaults  on  bills  by 
patients  who  can't  pay  and  because  hospitals  must  provide  treatment  for  medicaid  patients  at  a  discounted 
cost.  This  has  contributed  dramatically  to  the  spiraling  cost  of  health  care. 

Being  sick  or  disabled  is  really  distressing  enough.  Being  chronically  ill  and  requiring  constant 
medical  management  borders  on  unbearable.  However  being  forced  to  continuously  be  at  the  mercy  of 
most  urban  hospital  clinics  is  intolerable.  Iatrogenic  chronic  disease  is  rampant.  The  futility  of  this  no-win 
system  keeps  people  hostage  to  their  physical,  emotional  or  economic  circumstances,  causing  them  to  stay 
sick  longer  than  necessary.  This  protracted  recovery  additionally  creates  an  overlay  of  mental  disorders, 
chronic     depression,     anxiety     and     apathy,     and     exacerbates     the  problem 
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PART  n-  ALTERNATIVE  HEALTH  SECURITY  PLAN: 

EXPANDING  THE  MEDICAREPARADIGM  PARADIGM 

INTRODUCTION 

The  Social  Security  Programs,  including  Medicare,  were  designed  with  the  intent  of  providing  the 
aged  and  disabled  with  essential  income  and  health  care  when  they  would  not  be  able  to  work. 

In  1974  SSI  legislation  amended  the  Social  Security  Act  to  end  "many  inequities,"  with  the 
intention  of  providing  an  income  "to  lift  those  aged  and  disabled  out  of  poverty".  It  covers  those  who: 
(a)  had  not  accrued  sufficient  quarters  of  Social  Security  payments  during  their  work  experience  to  afford 
them  a  livable  retirement  income  when  they  reached  retirement  age,  (b)  those  who  were  forced  to  retire 
prematurely  because  of  disability;  (c)  those  who  were  bom  with  disabilities  or  became  disabled  during 
childhood  or  after  the  age  of  23  and  never  worked,  when  their  families  could  not  afford  the  cost  of  the 
special  health  care  and  maintenance  needs.  Many  of  those  receiving  SSI  are  not  eligible  for  Medicare, 
simply  because  they  became  disabled  after  their  23rd  birthday. 

It  has  been  stated  that  the  U.S.  Medicare  System  is  the  most  cost  effective  and  efficient 
government  sponsored  provider  of  heath  care  services  in  this  Country.lt  is  known  that  the 
Medicaid/MediCal  programs  are  offensive  and  burdensome  to  both  providers  and  recipients.  We  propose 
a  system  that  will  eliminate  Medicaid  as  insurer  and  will  achieve  humanitarian  ends  beyond  those 
addressed  in  the  Health  Security  Act  without  overwhelming  businesses,  the  self  employed,  or  the  private 
sector  insurers,  while  preserving  equal  rights  to  healtfi  care  regardless  of  physical  or  fiscal  superiority. 

OBJECTIVES  -  To: 

(a)  establish  National  Health  Care  Coverage  for  all  Americans; 

(b)  to  do  so  with  the  least  additional  cost  to  the  American  public  as  possible; 

(c)  provide  health  security  for  all,  including: 

.'])  disabled  Americans 

(2)  the  aged 

(3)  those  with  pre-existing  conditions  or 

(4)  provide  the  poor  *  1  (who  could  not  pay  premiums  without  compromising  their  health 
by  sacrificing  food,  shelter,  protection  from  thermal  extremes  and  other  necessities; 

(d)  set  up  the  system  as  quickly  and  expediently  as  possible; 

(e)  preserve  the  integrity  of  existing  economic  structures  in  the  private  sector 

(f)  encourage  all  Americans  to  participate  in  this  country's  economic  recovery  by 

(1)  reducing  unemployment, 

(2)  improving  the  physical,  mental  and  emotional  health  and  well  being  of  all  Americans, 

(3)  removing  disincentives  for  the  disabled  and  poor  to  enter  the  work  force, 

(4)  removing  disincentives  from  employers  to  hiring  the  disabled  either  full  or  part  time, 

(5)  elevating  the  self-esteem  of  the  disabled  and  the  poor  by  providing  quality  health  care  and 

demonstrating  all  human  life  is  valued  equally,  regardless  of  the  size  of  ones  bankroll, 

(6)  lowering  the  spiraling  cost  of  health  care, 

(7)  relieving  providers  from  having  to  suffer  losses  amounting  to  millions  each  year  in  un-paid  or 

discounted  services, 

(8)  eliminating  discrimination  against  those  who  are  not  considered  disabled  but  who  either  have 

pre-existing  conditions  or  are  high  cost  users  of  health  care, 

(9)  eliminating  the  fear  of  economic  disaster  caused  by  catastrophic  or  chronic  illness  which  keeps 

many  out  of  the  work  force  in  order  to  maintain  the  Medicaid  eligibility, 

(10)  minimizing  crime  due  to  drug  addiction  and  alcoholism, 

(11)  minimizing  chronic  dependence  on  medical  management  by  making  preventive  physical  and 

emotional  education  and  services  available  to  all, 

(12)  relieving  the  economic  stress  of  health  care  costs,  allowing  people  proper  nutrition,  check  ups  and 

proper  attention  to  medical  (dental)  or  emotional  problems  before  they  become  chronic  and 
create  unemployment. 

THEORY 

ITEM  1:  MEDICARE  COVERAGE  EXTENDED  TO  ALL  DISABLED,  HIGH-COST  CONSUMERS, 
AND  THOSE  WITH  PRE-EXISTING  CONDITIONS 

IA.  Medicare  coverage  would  be  immediately  extended  to  all  currently  disabled  individuals 
and  all  those  with  pre-existing  conditions  that  are  ineligible  for  unlimited,  full  coverage  health  insurance, 
(whether  they  are  entitled  to  Social  Security  benefits,  or  not)  with  no  2  year  waiting  period. 

IB.  After  a  person  insured  by  the  private  sector  has  demonstrated  that  he/she  is  a  high  cost  user 
(ie.  one  that  uses  $50,000.  or  more  in  one  year  with  a  prognosis  that  indicates  continued  hi-cost  care  ) 
that  person  will  be  transferred  from  a  general  policy  to  a  Medicare  Supplement  Policy. 
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ITEM  2-        MEDICAID  SUBSIDIZES  CX)ST  OF  PREMIUMS  ONLY 

2A.      Instead  of  MediCaid  and  MediCal  being  involved  in  every  transaction  of  individual 
patient's  health  care,  MediCaid  would  only  be  involved  in  the  once  a  year  transaction  of  covering  the 
cost  of  the  health  insurance  (or  Medicare  supplement  insurance)  for  those  who  cannot  afford  to  make 
these  payments. 

2B.      All  funds  currently  allotted  for  MediCaid/MediCal  programs  would  be  used 
exchtsively  to  subsidize  the  cost  of: 

(a)  Medicare  co-payments  or  Supplement  insurance  premiums  to  the  degree  that  a 
disabled  or  aged  person  is  not  able  to  afford  the  premiums  themselves  without  compromising  their 
health  or  well  being.*! 

(b)  the  cost  of  health  insurance  premiums  for  those  able  bodied  who  are  temporarily 
unemployed  or  living  on  income  that  would  cause  them  to  compromising  their  health  by  sacrificing 
minimum  quality  of  life  standards  in  order  to  pay  the  premiums.*! 

ITEM  3-        HOW  TBIS  SYSTEM  WOULD  REDUCE  FEDERAL  SPENDING  AND  OFFSET 
THE  COST  OF  SUBSIDIZING  PREMIUMS 

By  eliminating  the  cost  of 

(a)  administering  the  MediCaid  and  MediCal  programs 

(b)  paying  for  individual  medical  procedures  for  the  disabled  aged,  or  unemployed. 

(c)  over  usage  or  improper  usage 

(d)  delinquent  ,  defaulted  or  discounted  Medicaid  payments  to  providers  who  add  the 
additional  cost  of  billing,  bill  collection  etc.  to  the  cost  of  health  care 

(e)  unnecessarily  prolonged  illness  due  to  neglect 

(f)  providing  quality  health  care  so  those  that  can  be  returned  to  the  work  force  cznk*-v*^^ 
to  pay  part  of  their  premiums  and  contribute  to  the  economythe  cost  of  paying  out  these 
individual  premiums  would  be  less  ,  despite  the  increase  in  population  than  it  would  cost 
to  have  the  government  provide  payment  for  the  cost  of  all  health  care  procedures. 

(g)  Many  of  the  unemployed  who  may  currently  require  subsidized  health  care  are  fairly  young 
and  healthy  and  are  not  high  cost  users,  but  need  the  security  of  health  care  and 
preventative  help  to  take  care  of  acute  health  needs  that  could  become  chronic  if  neglected. 
This  segment  of  the  population  has  a  good  chance  of  returning  to  the  work  force  and 
contributing,  to  the  cost  of  their  premiums  Once  the  poor  realize  they  can  return  to  work 
without  having  to  be  afraid  of  losing  their  health  care  benefits,  they  will  have  additional 
incentive  to  improve  their  condition  and  will  more  actively  seek  employment. 

(h)  Adding  these  currently  uninsured  low-cost  users  of  health  care  to  the  national  average  of 
policy  holders  will  reduce  the  cost  of  insuring  higher  cost  users  by  broadening  the  base 
of  low-cost  users  and  lowering  the  national  cost  of  premiums.  If  all  procedure  have  some 
co-payment,  over-usage  will  be  discouraged. 

(i)  By  decreasing  the  numbers  of  high  cost  users  that  require  indefinite  high  cost  treatment 
by  shifting  them  to  Medicare  Supplement  policies  after  !  year  (see  SCHEDULE  A),  health 
insurance  premiums  will  be  still  further  reduced  rather  than  raised,  further  lowering  the 
cost  of  the  national  premiums. 

ITEM  4  -  BURDEN  OF  HIGH  COST  USERS  SPLIT  5  WAYS 

The  costs  of  health  care  would  be  split  five  ways,  1)  Medicare,  2)  Medicaid,  3)  the  employer, 
4)  Private  sector  insurance  companies,  5)  the  consumer,  and  the  revenue  for  these  procedures  will  be 
recycled  directly  back  into  the  economy  of  the  nation. 

ITEM    5-       MEDICAID    SUBSIDIES    FOR   PREMIUMS    &    MEDICARE  SUPPLEMENTS 
ACCORDING  TO  TAXABLE  AND  NON-TAXABLE  INCOME 

5A.  Supplements  and  Premiums  for  Medicare  for  the  Aged,  disabled,  high-cost  users  and  those 
with  pre-existing  conditions  will  be  available  and  must  include  long  term,  at  home  or  nursing  home  care, 
medical  resident  care  and  hospice  care  for  the  chronically  or  terminally  ill. 

5B  A  portion  of  Medicare  Premiums  and/  or  cost  of  the  supplement  would  be  subsidized  on 
a  graduated  scale  on  the  basis  of  their  TAXABLE  AND  NON  TAXABLE  income  in  relation  to  the 
average  cost  of  necessities  *1  in  their  community. 

5C  Each  Insurance  Company  would  be  mandated  to  take  on  an  equal  percentage  of  their 
client  load  of  high-cost  consumers. 

5D  Medicaid  will  also  subsidize  in  whole  or  in  part,  that  portion  of  the  health  insurance 
nolicies  of  able  bodied  Americans  who  are  (a)  unemployed  and  cannot  afford  to  pay  for  their  premiums 
without  sacrificing  their  other  basic  needs  *1,  and  (b)  who  are  employed  but  who  would  be  too  severely 
burdened  by  having  to  assume  the  full  cost  of  their  premiums,  (c)  employers  share  of  the  premiums 
would  be  too  severe  for  having  to  fully  insure  all  employees. 
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ITEM  6-    EMPLO\XRS  CONTRIBL"TE  A  PORTION  (RELATIVE  TO  FUIi  OR  PART  TIME 
EMPLO^'MENT)  FOR  EACH  EMPLO\TI 

Instead  of  mandating  a  greater  burden  to  employers  to  msure  the  disabled  employee,  employers 
vt'ould  pa\"  the  same  portion  of  the  Supplemental  Polic>'  as  Aey  would  pa\"  of  the  regular  health  msurance 
preimums.  The  portion  of  the  cost  of  the  Medicare  Supplement  that  the  employer  does  to  pa>-,  v.x)uld  be 
absorbed  a)  by  the  mdi\idual,  b)  subsidized  by  Medicaid,  or  c)  reimbursed  through  a  tax  credit  or 
Flexible  Spaiding  Account  under  IRC§  125. 

ITEM  7-  PRI\  ATE  SECTOR  GI\TN  INCRE.\SED  CLIENT  BASE  &  SRARE  OF  BLTIDEN 

7A  Because  pnvate  sector  msurance  compames  will  have  a  broader  based  client  population 
they  will  be  receding  greater  revenue. 

7B  The>'  no  longer  have  to  pay  out  the  full  cost  for  hi-cosi  users  for  an  unlimited  time 
for  if  a  client  becomes  a  consistent  hi-cost  user  over  a  period  of  1  year,  the>  would  be  transferred  to 
Medicare.  Insurance  compames  would  still  receive  revenue,  transferrmg  the  client  to  a  Medicare 
supplement  policy,  wherein  the  hi-cost  usage  would  be  shared  b>'  Medicare  and  premium  pa>  ers. 

ITEM  8-  NATIONAL  PREMHJMS  WILL  BE  LO^TR  &  EQUAL  FOR  ALL  AGE  GROLTS 

Smce.  after  the  first  year  of  hi-cost  usage,  the  patiait  will  be  transferred  to  Medicare  and  a  Pnvate 
Sector  Medicare  Supplement  and  the  pn\-ate  sector  will  only  have  to  pas'  the  portion  not  paid  b\- 
Medicare  and  not  covered  b>-  the  Premiums,  insurance  compames  v.-ill  not  be  depleted  by  excess  pa\'Out 
for  high  cost  users  for  indefinite  penods  of  time  Their  increased  revenues  and  profits  can  be  passed  on 
to  the  consumers  translatmg  to  lower  prenuums. 

ITEM  9-  BXLUONSS  LOSSES  TO  PROVIDERS  ELIMINATED  =  LOWTR  COSTS 

Because  all  the  health  care  proxnders  v.ill  be  guarxmieed  paN^ment,  and  v.ill  not  have  to  discount 
payments  to  Medicaid  users,  their  losses  and  costs  for 

(a)  BiUmg  consumers 

(b)  Billing  Medicaid 

(c)  Paymg  bill  collection  agents  and  legal  fees  in  judgements 

(d)  Discountmg  Medicaid  procedures 

(e)  defaults  on  pay  ment 

will  be  ehminated  By  reducmg  the  cost  of  doing  busmess  to  the  health  care  industry  by  billions,  these 
billions  recycled  will  translate  mto  lower  health  care  costs  and  lower  premiums  allov,ing  the  rising  cost 
of  health  care  to  stabilize  or  even  declme  'Providers  compensaaed  for  reduced  fees,  see  hem  11 

ITEM  10-       AVAILABIUn  OF  PRE\TNTI\T  .METHODS.  ALTERNATI\T  MEDICINE  AND 
TREATMENT     FOR     CHRONK     MENTALTMOTIONAL     DISORDERS.  ALCOHOLISM 
ANT)  ADDICTIONS  ETC,  WiLL  REDUCE  COST  OF  HEALTH  CARE 

lOA-  Incidence  of  chrome  disease,  alcoholism,  addictions  etc.  v,ill  decrease  because  preventive 
medicme  and  treatment  will  be  available  to  all  .  Inadents  of  childhood  disabilities  due  to  neglect  poor 
hygiene,  unas^ailablity  of  preventive  medicme,  pre-natal  care,  infant  care  etc.  wiU  decrease.  Qualm'  care 
for  the  chromcally  ill  will  reduce  con\'alescent  or  recovers-  time  and  expedite  return  to  producti\it\'. 

lOB-  People  who  experience  chronic  pam  frequently  become  dependent  on  pam  medicanon 
which  cames  with  it  its  oy>n  set  of  side  effects,  hazards  and  iatrogenic  comphcations.  It  is  our  expenence 
that  chrome  pam  can  be  more  effectively  dealt  wtii  usmg  natural  alternatives,  tiian  usmg  suppressive  pain 
medication,  if  Aese  natural  alternatives  were  availabe  to  the  poor,  he  cost  of  their  usage  would  be 
dramatically  reduced.  The  numbers  of  people  wiio  become  chronically  debilitated  simply  because  they 
become  dependent  on  pam  medication  has  not  been  calculated,  but  could  be  estimated  in  the  millions. 
Currently  Medicaid  MediCal  and  MediCare  do  not  pro%ide  coverage  for  a  broad  spectrum  of  natural 
alternative  health  modalities  and  only  minimal  coverage  for  chiropractic  care  and  acxipuncture.  Including 
natural  health  care  alternatives  as  covered  benefits  would  encourage  personal  responsibility-  through  diet 
and  natural  means,  impro\ing  the  quality  of  life  for  consumers  and  reducmg  the  cost  of  pain  management 
Dependence  on  pain  medicme  is  painful  and  costly  to  the  indi\idual  and  the  nation  on  many  other  levels. 

rnM  11-     COST   OF   'basic  health   care   procedures  standardized 

In  order  to  avoid  breedmg  mediocnty  a  national  and  geographic  a%-erage  for  fees  for  basic  health 
care  services  (not  frills)  will  be  established.  For  the  first  year  of  the  new  system,  (until  Consumer 
Quality  Ratmgs  are  established),  mdi\idual  pro\iders  of  basic  services  (not  fiills)  who  for  the  year  past. 
commanded  more  than  the  75th  percentile  of  the  geogr^hic  average,  will  be  presumed  hi-quality 
providers  and  either  excluded  from  any  insurance  compames  network  or  HMO,  or  will  be  eligible  for  a 
provisional  tax  credit  to  compensate  reduction  in  fees,  however,  taking  mto  account  their  substantially 
increased  revenue  due  to  elimmanon  of  billmg' default  costs.  Those  wiio's  had  fees  less  than  the 
geographic  average  will  remain  what  they  had  been.  If  performance  of  those  providers  asking  fees  higher 
than  the  75th  percentile  of  the  geogrphic  average  is  not  rated  super-star  quality  by  both  the  msurance 
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companies  and  the  Community  Quality  Rating  system,  they  will  be  either  dropped  from  the  network  or 
allowed  to  participate  at  geopgraphical  rates. 

ITEM  12-CONSUMER  QUALITY-RATING  BOARDS  ESTABLISHED  IN  EACH  COMMUNITY 

Insurance  Companies  are  currently  concerned  with  monitoring  the  quality  of  the  physicians 
participating  in  their  networks  or  HMO's  and  should  continue  to  do  so  making  their  quality  ratings 
known  to  the  consumergeneral  public  so  that  the  before  chosing  a  physician  or  health  plan. 

While  it  may  be  thought  that  patients  cannot  judge  the  skill  or  appropriateness  of  treatment  they 
receive,  the  doctor-patient  relationship  and  level  of  trust  is  crucial  to  all  treatment.  Every  private 
practitioner  will  be  given  ratings  by  all  patients  that  cover  a  range  of  qualitative  standards  such  as,  skill, 
effectiveness,  thoroughness,  courtesy,  bedside  manner,  attitude,  promptness,  over-perscribing,  accessibility, 
responsiviness,  concern  for  the  patient's  needs  and  feelings,  etc.  A  mail-in  scantron  form  would  be  made 
availabe  to  every  practitioner.  Afer  each  visit  the  patient  will  send  the  form  to  the  CQRB. 

Nurses,  Physician's  assistants,  Psych-Techs  etc.  will  also  be  subject  to  quality  ratings  to  avoid 
the  extraordinarily  offensive  abuses  that  plague  metropolitan  hospitals  and  low-cost  clinics. 

Individual  consumer  complaints  or  peer  complaints  will  be  evaluated  by  an  independent  Consumer 
Quality  Rating  Board  and  available  for  review  by  consumers  and  agencies  on  a  monthly  basis  through 
a  computer  networks  at  local  libraries.  By  demanding  maintaining  vigilent  review,  the  incidents  of  Mai- 
Practice  will  drop,  lowering  the  cost  of  health  care  and  fostering  increased  provider  responsivenss  to 
consumer's  needs.  CQRB  members  will  be  comprised  of  consumers  from  all  economic  levels. 

ITEM  13-  FREEDOM  TO  CHOSE  HEALTH  CARE  PROVIDERS  AND  ALTERNATIVE 
MEDICINE  MUST  BE  AS  FUNDAMENTAL  A  FREEDOM  AS  THE  FREEDOM  OF  REUGION 

Many  who  have  suffered  from  chronic  pain  for  prolonged  periods  can  no  longer  use  supressive 
medication.  Freedom  to  chose  ones  doctor  or  mode  of  health  care  must  be  as  much  of  a  freedom  as  that 
which  applies  to  choice  of  religion.  This  right  should  not  be  stripped  from  the  majority  of  the  American 
public  and  only  reserved  for  the  wealthy.  All  Medicare  and  Medicaid  recipients  and  all  other  health  care 
recipients  must  be  given  a  choice.  All  people,  but  especially  people  with  chronic  pain  and  lifelong 
disabilities  must  be  given  choices  between  policies  that  will  allow  them  to  chose  not  only  their  physicians 
but  also  alternative  health  care  services  including  but  not  limited  to:  acupuncture,  acupressure, 
homeopathic  treatment,  chiropractic  care,  massage  therapies,  herbal  treatment,  psychother^y,  social 
services,  in-patient  or  out-patient  psychiatric  care,  addictions  counsellors,  and  the  variety  of  modalities 
of  treatment  for  mental/emotional  disorders  etc. 

ITEM  14  -     INSURANCE/MEDICARE  COVERAGE/SUPPLEMENTS  NOT  TERMINABLE 

14A.  It  must  be  mandated  lhat  health  insurance  companies  cannot  terminate  coverage  for  any 
insured  when  they  become  ill  or  injured.  It  is  an  insidious  fraud  on  the  American  Public  to  continue  to 
allow  insurance  companies  to  lake  funds  purportedly  to  protect  the  insured  in  their  time  of  need,  only 
to  terminate  their  coverage  once  they  demonstrate  need  because  it  would  dent  their  profit  margin. 

14B.  If  the  cost  of  insuring  an  individual  becomes  consistently  excessive  and  extends  beyond 
a  year,  under  this  system,  the  insurer  a  can  switch  the  insured  onto  a  Medicare  Supplement  Policy,  with 
Medicare,  and  premium  payers  sharing  the  cost  of  the  high-cost  users  with  the  private  sector. 

ITEM  15-  THREE  BASIC  POUCIES  FOR     INSURANCE  &  MEDICARE  SUPPLEMENTS 
1 5A    There  are  three  basic  policies  for  all  Americans,  whether  they  are  general  policy  holders 
or  have  Medicare  Supplements.  (1)  the  HMO  and  (2)  the  SELECTOR  and  (3)  the  GENERIC  PLAN 

(1)  The  HMO  would  entitle  its  holders  to  all  current  treatment  provided  by  HMO's  and  the 
continued  assurance  of  the  same  quality  health  care  they  are  used  to  in  their  community  with  the  option 
of  outside  referrals  if  determined  a  medical  necessity  by  the  primary  care  physician.  All  in  patient  and 
out-patient  prescriptions  would  be  covered,  as  well  as  medically  or  dentally  necessary  dental  procedures, 
optical  prosthetics  and  all  other  necessary  appliances  etc.  Addictions  and  alcoholism  treatment, 
psychotherapy  (allowing  a  choice  from  a  variety  of  professional  categories)  hospice  care,  nursing  home 
care  will  be  covered.  The  consumer  opt  to  upgrade  and  pay  higher  premiums  for  frills. 

(2)  Private  Provider  Plan  only  differs  from  the  HMO  by  allowing  the  consumer  to  chose 
his/her  own  physician  for  the  same  basic  essential  services  as  are  available  through  the  HMO 

(3)  ne  Generic  Plan  would  entitle  its  holder  to  all  the  same  essentia!  medical  procedures  as 
Private  Provider  plans,  but  will  also  include  the  option  to  use  alternative  health  care  procedures,  including 
but  not  limited  to:  Chiropractic,  Acupuncture,  Homeopathic  Medicine,  Massage  Therapies,  Herbal 
treatment.  Thermal  treatment,  etc.  Hiis  plan  will  not  cover  payment  for  outpatient  prescription  dnigs, 
but  will  cover  herbs,  homeopathics,  vitamins  etc.  with  option  to  upgrade  for  frills. 

15  B-  All  three  policies  will  limit  consumer's  to  a  semi  private  room  or  ward  in  any  in-patient 
facility.  However  consumers  would  be  permitted  to  upgrade  any  of  the  three  plans  to  include  "frills" 
including  but  not  limited  to:  Private  room  in  hospital,  hospice,  nursing  home  or  residential  medical 
facility;  elective  surgical  procedures,  house  calls;  treatment  in  health  spas,  weight  loss  spas,  special 
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meals,  door  to  door  ambulance  services,  more  glamorous  nursing  homes  and  residential  treatment  centers, 
more  expensive  optical  frames,  preventative  health  care  in  more  glamorous  surroundings,  health  farm 
retreats  etc.  Or  the  consumer  can  elect  to  pay  additional  premiums  for  tfie  additional  procedures  or 
services,  or  out  of  pocket  individually  as  desired.  All  three  would  allow  for  2nd  and  3rd  opinions  on 
m^or  surgical  procedures,  catastrophic  or  chronic  illnesses.  All  would  provide  preventive  health  care 
clinics,  all  would  provide  emotional  education  for  toddlers  to  geriatrics,  all  would  provide  family  relations 
education,  parenting  education  from  puberty  on  ,  sex  and  relationship  education  and  long  term  chronic 
care  in  Nursing  homes  or  in  home  nursing  care.  All  three  would  allow  switching  from  one  plan  to 
another  a  limited  number  of  times. 

ITEM  16-  SCHEDULE  A  -DISABLED,  AGED,  fflGH  COST  USERS-  UNEMPLOYED 

{*The  figures  suggested  in  schedule  A&B  are  based  on  the  existing  Tax  Structure  for  1 994. To  adjust 

figures  beloM  for  families  of  r^o  or  more,  add  the  standard  tax  deduction  for  each  dependent) 
Al-    All  disabled  individuals,  aged  and  high  cost  users,  (ie.  users  with  usage  over  a  $50,000. in  a  year 

with  a  prognosis  of  requiring  continual  hi-cost  care)  "adjusted  yearly  to  accommodate  the  cost  of 

living  index"  ("AYCLI")  would  be  covered  under  Medicare  part  A. 
A2-     All  premiums  for  Medicare  Part  B   for  unemployed  aged  or  disabled  with  taxable  unearned 

incomes  over  $34,000  (AYCLI)  would  be  paid  by  the  user. 
A3-     All  Medicare  Supplements  premiums  for  unemployed  aged  or  disabled  or  high  cost  users  with 

taxable  une^ned  income  of  over  $34,000.  per  year  (AYCLI)  would  be  paid  by  the  user. 
A4-     All  unemployed  disabled  or  aged  Medicare  clients  with  taxaMe  income  or  resourees  of  $  7,000. 

or  more  would  have  a  10%  co-pay  for  usage  up  to  a  maximum  of  $1,000.  in  co  payments  in  a 

year  beyond  the  $100.  yearly  deductible. 
A5-     Aged  or  disabled  Medicare  users  witfi  taxable  incomes  or  resourees  of  less  than  $7,000.  would 

have  a  5%  co-  pay  for  usage  until  their  co-pay  amounted  to  $500.  beyond  the  $100.  deductible. 
A6-     Those  new  Medicare  patients  accepted  into  the  Medicare  program  because  of  pre-existing 

conditions  would  pay  premiums  and  co-payments  on  the  same  schedule  as  Ae  general  public. 

SCHEDULE  B-  DISABLED  AGED  OR  HIGH  COST  USERS-  EMPLOYED 

Bl-     For  the  disabled,  aged  or  high-cost  users  who  are  employed  (or  self  employed)  and  have  a 

combined  taxable  earned  +  unearned  income  of  over  $34,000.  (AYCLI)  the  user  will  pay  their 
own  Medicare  Premiums,  but  will  get  a  graduated  tax  credit  or  can  implement  a  Federal 
Spending  Account  (FSA)  to  reduce  the  burden  of  those  premiums  and  for  any  ^pliances,  home 
attendant  care  or  services  necessary  to  render  them  employable  whedier  they  are  part  time  or  i 
time  employees.  With  combined  incomes  under  $34,000.  eligible  for  graduated  subsidy. 

B2-  All  Medicare  Suf^ement  Premiums  must  have  a  fixed  cost  to  all  in  the  same  geographical  area 
based  on  a  community  rating  system.  Disabled,  aged  and  high-cost  users  for  whom  the  cost  of 
premiums  is  too  great  a  burden  will  have  2  available  methods  of  relief:  (a)  If  they  have  taxable 
income,  Aose  who  find  the  25%  burden  too  great  can  elect  to  have  the  employer  implement  a 
Flexible  Spending  Account  (FSA)  under  the  IRC  §125  to  absorb  the  cost  of  the  premiums  or  for 
the  deductible  and  co-payments,  or  any  special  clothing,  appliances,  home  attendant  care  or  other 
services  for  transportation,  or  other  help  (including  but  not  limited  to:  canine  companions,reader 
services,  seeing  eye  dogs,  etc.)  needed  to  render  them  employable  whether  full  or  part  time,  the 
co-payments  and  deductible.(b)  if  they  have  no  taxable  income,  the  remainder  not  picked  up  by 
either  the  employee  or  employer  can  be  subsidized  by  MediCaid. 

B3-  For  the  disabled,  aged  or  high  cost  users  tiiat  are  employed  (or  self-employed)  Fidl  Time  and 
have  a  combined  taxable  earned-^  unearned  income  of  $34,000.  or  more  (AYCLI)  Aey  will  also 
co-pay  no  more  than  25%  of  a  fixed  Medicare  Supplement  Premium 

B4-  All  Medicare  Snpriement  premiums  will  have  a  fixed  cost  standardized  according  to  their 
community  based  rating  system,  regardless  of  age  or  cost  of  usage. 

B5-  For  those  disabled,  aged  or  high  cost  users  that  are  employed  (or  self  employed)  Bart  Time  and 
have  a  combined  taxable  eamed+  unearned  income  of  $34,000.  or  more  (AYCLI)  they  will  also 
co-pay  no  more  than  65%  of  the  Fixed  Medicare  Supplement  Premium. 

SCHEDULE  C  -  EMPLOYERS  PARTICIPATION 

CI-  Employers  with  10  Full  Time  employees  or  more  will  be  responsible  for  the  remaining  75%  of 
the  fixed  premium  for  Full  Time  Employees  and  35%  of  the  fixed  Medicare  Supplement 
Premiums  for  Part  Time  employees. 

C2-     Employers  with  10  Full  Time  employees  or  less  will  pay  a  portion  of  the  remaining  75%  of  the 
fixed  Medicare  Sui^ilement  premiums  for  all  Full  Time  employees  based  on  their  net 
income  adjusted  for  certain  ineligible  and  or  intcaigible  deductions  such  as  currently  used  in  the 
ALTERNATIVE  MINIMUM  TAX  STRUCTURE,  IRC§55 

C3-     All  employers  must  ease  the  cost  of  sharing  burden  of  premiums  with  employee  by  providing  a 
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Flexible  Spending  Account,  or  similars,  for  all  employees  under  IRC§125. 
C4-     Employers  with  10  Full  Time  employees  or  less  will  be  responsible  for  the  remaining  35%  of 

the  fixed  Medicare  Supplement  premiums  for  all  their  Part  Time  Employees  based  on  their  net 

income  adjusted  for  certain  ineligible  and/or  intangible  deductions  such  as  currently  used  in  the 

ALTERNATIVE  MINIMUM  TAX  STRUCTURE.  IRC§55 
C5-     The  portion  that  is  not  picked  up  by  the  employee  or  the  employer  can  be  subsidized  in  two 

ways,  (a)  If  they  have  taxable  income,  those  who  find  the  25%  burden  too  great  can  elect  to  have 

the  employer  implement  a  Flexible  Spending  Account  (FSA)  under  the  IRC  §125  to  absorb  the 

cost  of  the  premiums,  the  co-payments  and  deductible. 

(b)  if  they  have  no  taxable  income,  the  remainder  not  picked  up  by  either  the  employee  o 
employer  can  be  subsidized  by  the  New  MediCaid  program. 

SCHEDULE  D  -  EMPLOYEES  OR  UNEMPLOYED  A^O  J  DISABLED,  AGED,  OR  HI-COST  USERS 
Dl-     Those  unemployed  with  tax  able+non- tax  able  unearned  incomes  of  over  $20,000 
who  are  not  disabled,  aged,  or  high  cost  users,  will  pay 

(a)  all  of  their  own  premiums  if  they  are  unemployed 

(b)  25%  of  the  premiums  if  they  are  Full  Time  employees  or  Full  time  Self  employed 

(c)  65%  of  their  premiums  if  they  are  Part  Time  employees  or  Part  Time  self-employed. 

D2-  Those  employed  for  whom  25%  is  too  great  a  burden  can  elect  to  have  the  employer  implement 
a  Flexible  Spending  Account  (FSA)  under  the  IRC  §125  to  absorb  some  of  the  cost. 

D3-  Those  unemployed  with  taxable+non-taxable  incomes  between  $15,000.  to  $20,000  would  be 
eligible  for  graduated  subsidies  and  with  income  below  $15,000.  eligible  for  full  subsidies. 

SCHEDULE  E-    THE  'NEW"  MEDICAID  PROGRAM 

El-  In  lieu  of  MediCaid/MediCal  remaining  a  health  care  provider/insurer  for  the  poor,  the  "New" 
MEDICAID  PROGRAM  would  use  current  Medicaid  and  MediCal  funds  to  subsidize  only  the 
Health  Insurance  Premiums(HIP)  or  Medicare  Supplement  Premiums  (MSP)  for  those  a) 
disabled,  b)  aged,  c)  blind  ,  d)  deaf,  or  poor  that  are  unemployed  or  have  combined  income  and 
resources  below  $20,000.  *1  in  the  year  1994  ("YACLI"),  graduated  down  to  $15,000.  per  year 
at  full  subsidy. 

E2      Medicaid  Premium  Subsidies  would  pay  all  or  part  of  premiums  for  three  categories  of  need: 
(.a)  to  subsidize  Businesses  "Employers"  for  whom  the  burden  of  providing  coverage  would  be 
excessive  based  on  their  net  income  adjusted  for  certain  ineligible  and/or  intangible  deductions 
such  as  currently  used  in  the  Alternative  Minimum  Tax  Structure  under  IRC  §55. 

(b)  to  subsidize  Medicare  Premiums  for  the  disabled,  aged,  blind,  or  deaf  who  are  unemployed, 
and  have  a  taxable  income  under  $34,000.  per  year. 

(c)  to  allow  graduated  subsidies  to  the  unemployed  or  low  income  poor  or  near  poor  whose 
taxable+non-taxable  income  is  less  than  $20,000.  with  full  subsidy  for  those  with  income 

below  $15,000.  allowing  $2,500.  additional  income  per  dependent. 

SCHEDULE  F-  GENERAL  PRINCIPLES 

A  mandate  should  include  a  clause  that;  (a)  all  employers  offer  a  Flexible  Spending  Account 
(FSA)  to  all  employees  who  request  it;  (b)  IRS  must  simplify  the  necessary  forms  to  reduce  the  burden 
of  excessive  record  keeping  now  required  to  implement  the  plan;  (c)  The  IRS  must  Simplify  tax  filings 
on  employees  for  this  plan:  and  (d)  IRS  must  reduce  the  punitive  penalties  for  late  filing. 

Item  17-        SOUCES  OF  ADDITIONAL  REVENUE  FOR  HEALTH  SECURITY 

Items  hazardous  to  health  and  unessential  should  be  taxed  highly,  ie.  tabacco  products,  alcohol,  food 
additives,  (especially  MSG,)  artificial  food  colorings,  perfumes  (a  hazard  to  those  with  asthma),  candy. 

It  is  obscene  to  spend  $30,000.  -  $150,000.  a  year  to  keep  a  convicted  criminal  in  prison 
allowing  murderers  and  rapists  to  be  treated  with  more  concern  for  their  needs  than  most  disabled 
individuals  on  SSI.  Get  rid  of  T  V.  sets  in  prisons  and  occupy  all  inmates  time  with  work  to  help  pay 
for  their  own  incarceration,  finding  more  productive  ways  to  harness  the  manpower  that  languishes  in 
relative  luxury  compared  to  the  quality  of  life  of  homeless  disabled  people  who  are  left  to  freeze  to  death 
in  the  streets.  Our  prison  budgets  must  be  streamlined  and  made  spartan  and  self  sustaining. 

Prison  food  should  be  striclty  vegetarian,  (grown  by  the  prisoners,  hydroponically,  if  necessary) 
There  would  be  fewer  custodial  problems  as  vegetarian  diets  are  known  to  calm  agressive  behavior.  It 
is  healthier  and  less  costly  and  can  reduce  medical  costs  to  the  prisons  as  well. 

There  is  no  justification  for  guaranteeing  prisoners  rights/priveleges  not  given  the  disabled  poor. 

CONCLUSION 

In  formulating  any  national  health  security  plan  it  is  imperative  to  insure  that  all  Americans  are 
really  treated  equally  in  regard  to  our  access  to  quality  health  care  and  with  regard  to  preserving  our  right 
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to  chose  both  their  providers  and  the  modality  of  health  care  we  feel  most  appropriate  for  our  needs.  No 
one  regardless  of  how  poor  should  be  forced  to  endure  the  humiliating  and  demoralizing  treatment  that 
currently  prevails  in  urban  hospitals  (Medicaid  Mills)  that  serve  the  poor. 

We  cannot  continue  to  break  the  spirits  of  our  disabled  and  poor  and  still  expect  to  have  a 
harmonious  and  peaceable  society  with  all  Americans  cheerfully  contributing  to  the  general  wealth  of  the 
nation.  It  is  unrealistic. 

For  over  25  years  this  Country  has  been  operating  its  public  welfare,  disability  and  poverty 
programs,  purporting  to  "lift  the  aged  and  disabled  out  of  poverty",  using  a  deceptively  false,  contrived 
calculation  of  a  "poverty  threshold"  to  determine  eligibility  for  disability  and  medical  assistance  and 
forcing  people  to  live  under  it  in  order  to  receive  help.  No  one  can  live  that  way.  Our  disabled  and  our 
homeless  are  angry  and  rightfully  so.  They  have  been  victims  not  only  of  disability,  but  of  a  cruel  hoax. 
Our  minimum  wage  is  so  low  that  no  one  employed  at  the  minimum  wage  can  be  self  supporting.  SSI 
only  allows  payments  of  20%  below  the  artificially  poverty  threshold  (which  if  doubled  might  be  closer 
to  accurate)  in  order  to  appease  the  working  poor.  SSI  recipients  are  told  that  if  they  accept  help  to  pay 
for  their  necessities  of  life  and  don't  report  it  so  it  can  be  taken  away,  they  are  committing  fraud.  And 
yet  our  Health  and  Human  Services  Department,  by  insisting  on  remaining  steadfastly  wedded  to  an 
obsolete  and  abjectly  false  conceptual  model  based  on  incorrect  assumptions  made  by  a  non-professional, 
perhaps  well  meaning  Social  Security  Employee  30  years  ago,  is  committing  one  of  the  most  massively 
fraudulent,  injurious  and  covert  forms  of  discrimination  against  the  disabled  and  poor  imaginable. 

If  this  Administration  is  really  sincere  and  determined  to  change  these  inequities  and  remove 
barriers  and  disincentives  to  those  disabled  and  poor  who  could  be  employed,  many  other  laws  will  have 
to  be  changed.  Being  subjected  to  unrelenting  irrational  and  unreasonable  laws  is  as  psychologically 
damaging  to  the  disabled  as  being  sexual  abuse  and  creates  permanent  personality  changes,  dissociative 
disorders,  major  depression,  etc.  in  much  the  same  way  that  child  abuse  does.  Laws  that  can't  be  obeyed 
without  damaging  the  lives  of  millions  of  helpless  and  innocent  Americans,  must  be  changed.  These  laws 
have  been  the  matrix  for  breeding  a  subculture  of  poor  who  have  all  but  given  up  trying  to  be  law 
abiding  citizens  when  they  can't  obey  laws  without  injury  to  themselves. 

We  must  wake  up  and  correct  the  mistakes  of  our  predecessors. 

"For  nations,  as  well  as  individuals,  are  not  only  defined  by  their  highest  point  of 
civilized  achievement,  but  also  by  the  weakest  one  in  their  collective  identity:  They  are 
in  fact,  defined  by  the  distance,  and  the  quality  of  the  distance,  between  these  points. " 
Erik  H.  Erikson,  Childhood  and  Society. 

*I-  Despite  the  lack  of  empirical  foundations  for  Mollie  Orshansky's  theory  on  which  all  calculations  of  the 
poverty  line  has  ben  based,  the  OEO.  and  Health  and  Human  Services  Administration  refuses  to  relinquish  it, 
causing  millions  of  discAled  poor,  untold  anguish.  Therefore,  for  purposes  of  this  pcper.  we  have  used  eligibility 
guidelines  for  our  health  care  premium  subsidies  based  H.U.D.  eligibility  requirements  for  Sec.  8  subsidies  and 
Fair  Market  rents  on  a  1994  cost  basis  model  for  subsistence  living  that  would  not  compromise  health  or  dignity. \&. 
(a)  an  acceptable  standard  for  quality  of  housing,  (b)  adequate  protection  from  thermal  extremes,  (c)  minimal 
electrical  usage,  (d)  proper  nutrition,  (e)  minimal  clothing  and  essential  household  -personal  con.sumcAles,  (f) 
essential  transportation,  (g)  maintenance  of  previously  owned  and  necessary  cppliances  and  vehicles,  (h) 
minimal/basic  telephone  usage, 
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TESTIMONY  OF 

THE  AMERICAN  ORTHOTIC  AND  PROSTHETIC  ASSOCIATION 
SUBMITTED  TO  THE  HOUSE  WAYS  AND  MEANS  COMMITTEE 
SUBCOMMITTEE  ON  SOCIAL  SECURITY 
ON  THE  ISSUE  OF  THE  ADMINISTRATION'S  HEALTH  CARE  REVISION  PROPOSAL 


AND  THE  NEEDS  OF  AMERICANS  WITH  DISABILITIES 


February  23,  1994 


Introduction 

Thank  you  for  this  opportunity  to  introduce  the  American  Orthotic 
and  Prosthetic  Association  (AOPA)  and  to  discuss  national  health 
care  reform  and  the  needs  of  Americans  with  disabilities.  AOPA 
commends  the  President  and  Congress  for  their  diligence  in  the 
health  care  reform  debate.  AOPA  is  honored  to  be  included  in  the 
debate  on  health  care  reform  to  achieve  quality,  accessible,  and 
comprehensive  coverage  for  all  Americans. 

The  American  Orthotic  and  Prosthetic  Association  is  the  national 
membership  organization  representing  the  approximately  1,200 
facilities  that  provide  orthotic  and  prosthetic  (O&P)  patient 
services  to  the  physically  challenged  throughout  the  United  States. 
Practitioners  employed  by  AOPA  members  design  and  fit  orthoses  and 
prostheses  (braces  and  artificial  limbs)  that  enable  physically 
challenged  individuals  to  overcome  often  serious  and  crippling 
injuries  and  return  to  productive  lives.  Most  of  our  patients 
return  to  their  homes,  work,  schools,  or  active  retirement. 

The  expectation  of  health  care  reform  gives  America  an  opportunity 
to  maximize  the  quality  and  productivity  of  its  citizens'  lives  by 
strengthening  the  role  of  rehabilitative  services  in  the  delivery 
and  financing  of  health  care  in  this  nation.  In  this  cooperative 
spirit,  the  following  points  must  be  addressed  regardless  of  the 
health  care  model  ultimately  passed  by  the  Congress. 


National  Health  Care  Reform  Recommendationa 

Coverage:  Basic  health  care  benefits  legislation  should 
incorporate  universal  access  to  care,  comprehensive  and  quality 
health  care  services,  and  consistency  in  coverage/cost- 
effectiveness.  Any  legislation  designed  to  reform  the  current 
health  care  system  should  recognize  O&P  as  an  essential  ingredient 
of  any  basic  health  care  benefits  package.  The  patients'  freedom 
of  choice  must  be  maintained  during  establishment  of  national 
health  care  or  during  any  modification  of  the  present  system. 
Finally,  any  legislation  designed  to  reform  the  current  health  care 
system  should  emphasize  preventive  care  as  a  priority. 
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Medical  Necessity  Criteria:  The  application  of  medical  necessity 
criteria  must  be  fair  and  consistent  and  make  extensive  use  of 
practitioner  input.  It  is  appropriate  and  necessary  to  include 
functionality  as  a  valid  medical  necessity  criterion.  The 
continued  exemption  from  completing  certificates  of  medical 
necessity  is  appropriate  for  O&P.  Long  term,  cost  effective 
treatment  of  a  patient  should  be  the  primary  consideration  for  both 
clinicians  and  policy  makers. 

Reform  Insurance  Practices:  Pre-existing  conditions  should  not 
exclude  anyone  from  obtaining  comprehensive  insxirance.  In 
addition,  claim  form  uniformity  would  save  significant  time  and 
cost,  for  both  practitioners  and  insurers,  thus  reducing  the  cost 
of  health  care.  Regarding  malpractice  insurance  reform,  AOPA  would 
support  limitations  on  jury  awards  for  pain  and  suffering, 
guaranteed  coverage  of  all  allied  health  practitioners  with  a 
system  to  accommodate  high-risk  specialists. 

Language  in  the  Health  Security  Act:  AOPA  is  supportive  of  the 
language  in  President  Clinton's  plan  which  states,  "leg,  arm,  back 
and  neck  braces,  artificial  legs,  arms  and  eyes"  including 
"replacements  if  required  due  to  a  change  in  physical  condition" 
are  included  as  standard  benefits.  The  fact  that  training  for  the 
use  of  prostheses  and  orthoses  is  also  included  in  the  standard 
benefit  package  which  is  an  extremely  important  aspect  of  O&P  care 
only  serves  to  emphasize  the  importance  President  Clinton  is 
placing  on  rehabilitative  care.  In  addition,  the  Health  Security 
Act  includes  "accessories  and  supplies  used  directly  with  a 
prosthetic  device  to  achieve  the  therapeutic  benefits  of  the 
prosthesis  or  to  assure  the  proper  functioning  of  the  device." 
AOPA  strongly  supports  this  language  and  President  Clinton's  deep 
commitment  to  rehabilitation  and  comprehensive  health  care. 

Conclusion 

No  one  can  deny  that  rehabilitation  improves  people's  lives  and 
their  productivity.  Furthermore,  rehabilitation  services  are  cost 
effective.  Studies  show  that  for  every  dollar  spent  on 
rehabilitation,  at  least  $11  are  saved.  The  earlier  a  decision  to 
rehabilitate  a  patient  is  made,  the  more  likely  that  patient  will 
return  to  work.  Rehabilitation  permits  disabled  patients  to  resume 
active  daily  lives,  which  include  returning  to  home,  school,  and 
or  work.  Rehabilitation  generates  revenue  by  enabling  people  to 
return  to  their  functional  independence,  stop  claiming  wage 
compensation,  require  less  social  services,  and  not  only  reduce  the 
total  American  tax  burden  but,  in  most  instances,  return  to  the 
status  of  "tax-payer". 

AOPA       supports       a       team       approach:  the  physician, 

prosthetist/orthotist  and  therapist,  as  well  as  the  patient,  making 
decisions  together.  Providing  O&P  rehabilitation  instead  of  long 
term  care  is  an  investment  and  good  public  policy  —  for  our  tax 
dollars,  for  fulfilling  the  spirit  of  the  Americans  with 
Disabilities  Act,  and  for  preserving  the  dignity  and  self -worth  of 
our  physically  challenged  population.  This  continued  call  for 
awareness  will  enable  the  nation's  lawmakers  to  make  v/ise  decisions 
regarding  every  American's  access  to  O&P  skills.  Clearly,  we  muse 
allocate  adequate  funds  to  services  that  rehabilitate  people. 
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February  25,  1994 


Janice  Mays 

Chief  Counsel  and  Staff  Director 

Committee  on  Ways  and  Means 

U.S.  House  of  Representatives 

1102  Longworth  House  Office  Building 

Washington  D.C.  20515 

Subject:     Hearing  to  examine  Health  Care  Coverage  for 
Americans  with  disabilities 

We  respectfully  submit  a  written  statement  for  inclusion  as 
part  of  the  printed  record 

May  I  introduce  you  to  two  individuals  who  have  had  a 
good  life  together  -  some  36  years  -  and  now  look  to  the  time 
that  can  be  spent  away  from  the  stressful  days  being  caused 
in  the  current  work  force  market.     However,  we  have  some  very 
severe  hurdles  to  jump. 

Norma,  age  56,  has  had  kidney  failure.     The  happening: 
in  1981;  the  diagnosis:  Kidney  Syndrome.     She  required  blood 
dialysis  for  two  years  and  then  became  eligible  for  a  donor 
kidney  in  1983.     The  procedure  was  performed  at  the  Cleveland 
Clinic  Foundation,  Cleveland,  Ohio.     During  this  period,  we 
were  able  to  obtain  Federal  assistance  under  Medicare  for  her 
dialysis  treatments  and  then  for  another  three  years  after 
her  transplant. 

Norma  does  not  qualify  for  disability.     She  has  not  had 
to  work  in  order  to  help  support  our  family.    We  felt  a 
family  environment  had  a  higher  priority. 

Her  current  medical  problems  are  diagnosed  the  result  of 
her  kidney  failure  and  later  the  kidney  transplant.  The 
treatments  and  medication  developed: 

A.  High  blood  pressure 

B.  A  liver  condition 

C.  Deterioration  of  her  bones;  currently  suffering 
from  fractured  vertebrae  that  require  the  use  of  a 
brace. 

D.  Diabetes 

E.  Bleeding  ulcer 

F.  Her  condition  necessitates  the  use  of  a  cane 
for  support  and  a  wheelchair  for  even  short 
distances. 

G.  Her  use  of  steroids  resulted  in  liver  problems, 
diabetes,  bone  problems  and  now  blood  rupture  when 
brushed  or  bumped. 

H.  She  requires: 

1.  Medical  supervision  at  least  every  3  weeks. 

2 .  Foot  problems  with  medical  assistance  every 
two  months 

3.  Shower /bathing  assistance  plus  hair  care. 

The  aging  process  has  also  developed  medical  problems 
for  myself;  rheumatoid  arthritis,  back  problems  requiring 
brace  support  and  cancer.     I  am  under  doctors  care  every 
three  months  for  these  problems. 

My  age  on  April  27,  1994,  allows  me  full  Social  Security 
benefits  with  Medicare  medical  assistance.     My  employer,  like 
most  companies  today,  has  not  made  any  provisions  for  their 
retirees.     They  must  fend  for  themselves. 

From  the  above-noted  history,  you,  no  doubt,  understand 
that  both  of  us  are  uninsurable  as  far  as  private  medical 
plans  are  concerned.     What  can  I  do  to  support  my  medical 
needs  including  a  wife  with  her  many  medical  conditions?  The 
Federal  Government  must  initiate  an  immediate  program  to 
assist  this  sector  of  our  country  in  great  need  of  help. 
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Once  I  leave  employment,  my  insurance  plan  through  the 
company  does  allow  me  to  convert  to  a  private  policy  for  a 
term  of  3  years  at  a  premium  cost  of  $459  per  month  for  Norma 
and  myself.     This  premium  would  have  to  come  out  of  of  my 
Social  Security  benefits.     How  does  a  person  cover  medical 
provisions  as  costly  as  this  plus  prescription  expenses  of 
$250/month  with  only  Social  Security  benefits? 

In  addition,  after  three  years  continuation  of  the 
private  policy,  we  would  only  be  allowed  to  continue  an 
alternate  plan  that  permits  only  partial  hospital  coverage. 
All  other  coverage  would  be  dropped  without  any  options. 
This  coverage  applies  for  two  years  and  then  we  are  cancelled 
from  their  medical  program.     Now  we  are  without  any  type  of 
medical  insurance. 

My  wife  never  could  handle  any  type  of  a  work  situation 
after  she  contracted  her  illness  in  1981.     She  has  been 
removed  from  the  Federal  Medicare  program  as  a  result  of  the 
kidney  transplant.     Her  condition  is  such  that  she  should  be 
placed  under  the  Federal  Medical  Program  once  more.     Her  age 
and  the  fact  that  she  does  not  collect  any  type  of  disability 
prevents  her  from  qualifying  for  Medicare.     She  did  not  work 
before  her  illness  so  she  does  not  qualify  for  disability. 
She  was  a  housewife  caring  for  a  family. 


Your  timely  aid  and  consideration  in  this  matter  would  be 
greatly  appreciated.     We  need  direction  and  information  so 
Norma  &  I  can  have  some  peace  of  mind  in  our  later  years.  We 
have  exhausted  all  avenues  of  assistance  and  are  asking 
directly  for  your  help. 

Incidentally,  I  was  a  veteran  of  the  Korean  War. 


Sincerely,  \ 

N6fma'&  Joseph  F.  Bianco,  Sr. 
663  Meadowood  Dr. 
Broken  Arrow,  Ok.  74011 

Telephone:     office  -  918/834-9600,  Joseph  F.  Bianco  Sr. 
home  -  918/455-5903 
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The  HoQoiable  Andy  Jacobs  Jr. 
Subcommittee  on  Social  Security 
Committee  c»i  Ways  and  Means 

Februaiy  18,1994 

Mt  Jacobs: 

My  name  is  Kim  Eugene  Hill,  and  after  receiving  PRESS  RELEASE  #10, 1  felt  that  I  had  to 
write  you  in  regard  to  this  hearing  on  February  23, 1994. 

I  am  a  36  year  old  man,  who  receives  a  mcrathly  Social  Security  daeck  ($508  per  mcmth),  as 
well  as  having  Medicare  as  my  only  form  of  insurance. 

For  seventeen  years  now  I  have  had  "Diabetes ! "  The  last  four  of  whidi  I  have  been  disabled 
because  of  diabetes  related  complicaticois. 

Before  I  became  a  diabetic,  I  worked  for  a  business  tiaat  supplied  Health  Insurance  to  their 
employees,  and  my  employer  paid  100  percent  of  the  premiums  for  this  health  insurance  Do  to 
the  ecmomy,  my  employer  was  forced  to  make  cutbacks,  my  departmiMit  was  CMie  of  those 
cutbacks,  and  nc*  cmly  did  I  lose  my  jda,  I  lost  my  health,  care  benefits.  During  the  time  I  sp^ 
looking  for  another  job,  I  became  a  diabetic,  and  though  I  found  work,  the  company  could  not 
get  me  insurance  because  of  my  "pre-existing"  conditicao.  I  searched  for  coverage  on  my  own, 
but  whm  I  did  find  companies  that  would  cover  me.  They  offered  premiums  that  were  way  to 
high  for  my  wife  and  I  to  afford,  and  then  the  coverage  was  limited  to  CMily  illness  or  injury  not 
related  to  my  diabetes. 

Because  of  no  insurance,  my  wife  and  I  had  to  make  cutbacks  in  cur  budget,  so  that  we  could 
pay  for  the  normal  household  expenses,  and  also  my  health  care  needs.  I  had  to  limit  my  diabetes 
neakh  care  management  plan,  to  what  we  could  afford  per  month,  and  not  what  my  riiysician 
said  was  required  of  me,  in  order  to  maintain  good  health  control  In  short  I  had  to  neglect  some 
of  the  requirements  that  a  perscai  with  diabetes  needs  to  follow  in  order  to  prevent  complicaticwis. 

By  making  these  cutbacks  in  my  heahh  care  needs,  I  became  very  ill,  to  the  point  of  ray 
becoming  disabled. 

To  this  day,  I  blame  my  being  disabled,  not  on  any  ignorance  from  me,  on  my  diabaes  health 
condition,  but  on  the  inairance  coporaticxis  oxitrol  of  the  citizens  of  this  country.  When  I  fiist 
became  a  diabetic,  I  was  in  ccMitrol  of  this  disease,  and  was  considered  a  heakhy  diabdiic,  but 
because  I  had  limited  access  to  my  health  care  professicmals,  I  lo^  this  ccsatrol,  and  became  a 
persco.  dependent  upcwi  my  country,  instead  of  being  a  part  of  the  American  Work  force.  Being  a 
disabled  perscoi,  was  not  part  of  ie  American  dream,  that  my  wife  and  I  shared  when,  we  first 
toarried,  now  we  share  a  Nightmare  of  financial  rain,  and  my  certain  death  j&om  this  disease, 
because  even  die  department  of  Health  and  Human  Services  (Medicare  Department)  does  not 
ccttisider  the  disease  called  diabetes  as  a  life  threatening  iUness. 

Four  years  ago,  I  became  disabled  because  of  this  disease,  and  diough  I  had  six  (6)  doctors  to 
disable  me,  I  had  to  go  through  a  two  year  waiting  period  from  the  Health  and  Human  Services 
to  determine  my  being  disabled.  I  was  denied  twice  in  writing  ,  and  upm  having  a  hearing  the 
third  time,  I  was  found  digible  (I  was  told  by  somecMie  in  my  local  H&HS  office,  that  this  was 
standard  procedure  for  most  peo^ie  who  apply  for  benefits).  What  did  the  H&HS  lose  during  my 

two  year  wait,  Ncrtting!      What  did  ray  wife  and  I  lose?    Because  she  was  working  part 

time  (diough  aat  enough  to  pay  our  biUs  and  my  medical  needs),  we  did  not  qualify  for  any  help 
from  Public  Aid.  Because  we  did  act  have  diildren,  most  social  agencies  said  we  did  not  qualify 
for  help,  and  the  cmes  who  said  they  could,  were  out  of  mooey  because  of  our  local  eccsiomy 
conditio!  To  provide  for  my  health  care  needs  during  the  time  we  waited  from  the  department  of 
Health  and  Human  Services,  we  had  many  mmmage  sales  to  sell  our  household  belongings,  ray 
wife  WMit  without  food  several  times  because  die  knew  that  part  of  my  diab^^  control  was 
never  being  without  food,  so  she  gave  me  her  share.  When  she  became  ill,  she  would  not  seek 
the  services  of  her  jAiysician,  because  she  wanted  to  keep  our  bills  low,  and  she  knew  that  we 
already  owed  ray  j^ysician  and  hospitals  several  diousands  of  dollars.  During  this  two  year  wait 
from  a  government  office,  we  basically  lost  everything  we  collected  in  our  years  of  marriage 
tog^lier.  When  our  back  pay  came  from  Social  Security,  we  used  it  to  pay  for  cur  debts  to  ray 
jAiysician,  and  the  raany  collection  agencies  we  were-  put  into,  for  lack  of  being  able  to  pay  for 
our  bills  (this  is  not  soraediing  I'm  proud  of).  I  know  diat  the  department  of  Heakh  and  Human 
Services  have  many  forms  from  many  people  to  process,  but  somelhir^  needs  to  be  done  to 
quicken  the  process,  because  people  who  are  disabled  and  apply  to  this  service  that  they  pay  into 
become  bankrapt,  homeless,  sicker,  or  even  die,  because  of  the  red  tape  that  is  put  before  them 

My  wife  and  I  are  not  tlie  ady  ones  who  feel  this  way,  because  we  have  talked  to  odiers  who 
have  either  went  through  the  same  process,  or  are  now  going  tiarough  it 

As  to  "Medicate!"  It  is  not  onty  the  insurance  corporations  who  discriminate  against  people 
with,  "pre-existing"  ccMiditicms,  because  this  agency  does  so  as  well. 

When  I  was  disabled,  it  was  because  my  body  cpit  responding  to  the  treaditiooal  diabetes 
therajAiy  (  my  body  quit  respcmding  to  the  long  actii^  insulin  that  I  was  taking  to  iryectioos  a  day 
of).  After  suffering  raany  seizures  and  hyperglycemia  stages,  It  was  found  daat  by  giving  rae  only 
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the  quick  acting  insulin,  I  maintain  some  control  Though  placing  me  on  the  quick  acting  insulin 
cculd  not  reverse  the  complications  that  caused  my  disability,  it  has  kept  me  alive  the  last  four 
years.  Because  it  is  quick  acting,  I  need  to  take  thiii  insulin  tw^ity  four  hours  a  day,  seven  days  a 
week,  including  holidays,  with  never  a  break  in-between.  Because  of  this  insulin  being  supplied 
twenty  four  hours  a  day,  I  need  to  use  a  MiniMed  504-S  insulin  pump  to  deliver  it  into  me.  I  owe 
my  life  to  diis  machine,  but  it  is  very  costly  to  maintain,  wifh  our  current  income.  I  diecked  with 
Medicare  to  see  if  I  could  get  help  with  the  supply  cost  for  the  pump,  but  r/as  told  by  them  both 
OQ  the  [^one  and  in  writing,  that  Medicare  does  not  help  T^/ith  diabetes  prescriptions,  and  if  I 
were  to  be  using  this  madiine  for  cancer  treatment,  throembolic  disease,  or  iron  poisoning,  they 
would  have  helpad  in  the  supply  cost,  but  since  my  use  of  die  machine  was  for  diabetes,  it  was 
not  covered  under  Medicare  guideUnes.  Hie  MiiuMed  pump  can  be  used  for  all  four  disease! 

I  sent  the  Medicare  department  a  l^ter  from  my  {^sidan  stating  that  the  use  of  this  pump  by 
me  was  a  medical  neccesity  to  sustain  my  life,  but  they  replied  by  mailing  me  a  letter  stating  that 
they  based  this  decision  upon  info'»iation  supplied  by  the  Department  of  Public  Health  on  the 
useage  of  insulin  pump  thecajiiy.  According  to  the  Fiiblic  Health  DepartmjMit,  records  show  that 
there  is  no  medical  advantage  to  using  the  pump  to  traditional  (regular  injections  from  a  syringe) 
treatment  My  [Arysidan  laughed  at  this  comment!  According  to  her  I  would  have  to  take  an 
ii^ection  every  tea.  minutes  for  the  rest  of  my  life,  and  would  either  die  &om  the  multiple 
injections  or  from  lack  of  sleep.  '^Iien  I  asked  Medicare  for  the  help,  it  was  because  I  needed  a 
syringe  and  infusion  line  for  the  pump  (these  items  canned  be  bought  locally)  that  cost  $375.00 
dolbrs,  because  they  would  not  help  me,  I  became  ill  from  using  a  contaminated  syringe,  and 
medicare  had  no  prd^lem  helping  to  pay  80  percent  of  my  hospital  bill  that  was  in  the  thousands 
of  dollars.  To  me  this  is  bad  service  oa  the  pait  of  who  ever  does  the  accounting  for  Medicare.  I 
remember  hearing  that  an  "ounce"  of  prev^ition,  was  worth  more  than  a  "pound"  of  cure,  but  I 
believe  that  someone  needs  to  tell  this  to  whoever  decides  Medicare  Policies!  Since  I  received 
these  letteis  from  Medicare,  I  have  asked  my  local  (congressional  and  senate)  leaders  to  look  into 
and  see  what  can  be  done  to  diange  these  policies  that  I  and  others  like  me  feel  discriminate 
against  people  with  diabetes,  but  in  two  years  time,  have  yet  to  hear  from  my  leaders^  on  what 
they  have  done  on  this  matter.  Are  we  citizens  with  diabetes,  or  organizations  who  represmtus, 
the  only  ones  who  see  it  is  better  to  spend  a  dollar  to  prevent  complications,  than  spending 
thousands  of  dollars  to  treat  the  complications?  It  seems  that  the  only  polical  people  who  see  that 
this  is  a  probl^  in  America,  is  those  vi/ho  stand  with  the  President!  If  president  Clintons 
proposals  were  to  be  accepted  by  a  full  congress  of  both  parties.  It  would  allow  people  who  need 
insurance  the  most,  to  stay  healthy,  and  remain  in  the  American  Work  force,  instead  of  becoming 
disabled,  and  depending  upcn.  the  Country  to  take  care  of  them.  A  diabetic  has  a  hard  time 
getting  health  insurance,  because  of  the  disease  th^  are  labeled  with,  but  we  get  other  illness's 
just  the  same  as  people  without  the  disease.  But  it  is  this  power  that  insurance  corporations  have 
over  who  and  v^o  canned  get  health  care  insurance,  that  prevent  most  diab^cs  from  medical 
attention  for  other  non-diabetic  related  conditions.  Other  conditions  that  cause  them  to  become 
disabled,  wfaidi  in  tnm  makes  them  dependent  upon  this  country  to  survive.  If  this  countries 
legislators  would  make  insurance  accessi)le,  and  affordable,  to  those  of  us  who  have  pre-existii^ 
conditions,  most  of  us  would  not  become  disabled.  A  person  cannot  remain  healthy  if  the  quality 
care  that  daey  need  is  kept  out  of  their  readi  I  know,  and  that  is  why  I  am  in  support  of  the 
dianges  needed  to  ensure  that  cnhex  people  with  pre-existing  conditions  do  not  have  to  go 
through  the  red  tape  that  caused  me  and  my  wife  the  nightmaies  that  we  have  today.  If  it  wete 
not  for  the  insurance  corporations  policy  procedures,  I  most  likely  would  not  have  be«i  a  person 
who  spends  his  time  thtnlfing  about  death  from  this  disease,  but  a  person  who  wculd  be  working 
and  suppoiting  his  family,  without  help  from  the  gavemnieoL 
FOR  A  CLOSING  STAimiENT  I  WILL  ADD  I 

Medical  care  cost  the  people  in  this  country  untold  billions  of  dollars,  most  of  «iiidi  will  go 
unpaid,  because  they  cannct  afford  the  cost  of  emei^ency  care  services.  By  allowing  people  who 
have  a  pre-existing  condition  access  to  health  care,  you  would  be  allowing  them  to  see  the 
medical  people  they  need  to  work  with,  to  prevent  diese  pre-existing  conditions  from  becomii^ 
worse,  or  bringing  on  another  more  serious  complication,  which  would  be  ev^  more  expensive 
to  treat  In  turn,  you  would  be  allowing  people  to  continue  to  be  a  part  of  the  American  work 
force,  instead  of  people  dependent  upm  America ! 

Thank  You:  ^  y 

Kim  Eugene  Hdl 
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Rebecca  Lanett 

3950  N.  Lakeshore  Dr. 1308 

Chicago,    IL  60613 

(312)-549-3189 


February  18,  1994 


Mr.  Andy  Jacobs,  Chairman  for 
Self -Committee  on  Social  Security 
U.S.  House  Representatives 
Committee  on  Ways  and  Means 
Washington,  DC  20515 

Dear  Mr.  Jacobs, 

My  name  is  Rebecca  Lanett,  I  recently  became  the  Program  Director 
of  The  Lake  County  Center  for  Independent  Living,  serving  people 
with  disabilities.  Previously,  I  worked  at  Fiesta  Educativa, 
another  non-profit  organization  working  for  The  Latino  Disabled 
Community  for  2  years .  During  the  last  6  months  of  my  employment  I 
found  myself  without  a  health  insurance,  because  at  the  end  of  June 
93  my  COBRA  with  Blue  Cross  &  Blue  Shield  ran  out.  My  employer  and 
I  were  unable  to  purchase  insurance  coverage  because  of  my 
disability  which  is  Polio. 

I  sent  letters  of  protest  in  response  to  their  letters  of 
rejection,  and  continued  fighting  and  reapplying  for  health 
coverage  for  about  8  months.  Then  they  sent  me  a  package  from  the 
same  company  offering  me  an  insurance  policy  that  in  no  way  I  can 
afford.  The  monthly  premiums  are  $750  with  a  $500  deductible  and  a 
coverage  of  60%  of  health  costs.  If  I  were  to  accept  it,  I  would 
have  to  pay  all  the  way  back  from  July  1st  to  the  present  which  I 
can't  afford,  and  the  policy  is  over  40%  of  my  after  taxes  income. 

I  refuse  to  work  just  to  pay  for  health  insurance.  I  am  still 
looking  for  alternatives.  I  feel  that  this  kind  of  health  care  is 
a  disincentive  to  work.  That  is  why  some  disable  people  go  on 
disability  supplement  income,  because  they  easily  qualify  for 
medicare,  and  they  were  to  get  a  job  they  couldn't  get  health  care 
insurance.  THE  SYSTEM  IS  VERY  WRONG!  They  encourage  people  to 
collect  taxes  rather  than  pay  them. 

I  urge  you  Mr.  Jacobs,  to  try  to  make  a  change  that  makes  life 
easier  for  persons  with  disabilities.  If  we  need  health  care  that 
we  don't  have  to  pay  outrageous  fees  in  order  for  us  to  be  covered, 
or  be  like  myself  with  no  health  insurance  at  all. 

Thank  you  for  the  attention  to  this  health  crisis. 

^ncerely,  . 


Rebecca  Lanett 

cc:  other  interested  help  resources 
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THE  HONORABLE  ANDY  JACOBS,  JR.    (D.,   IND) ,  CHAIRMAN 
SUBCOMMITTEE  ON  SOCIAL  SECURITY 
COMMITTEE  OF  WAYS  AND  MEANS,  U.S.  HOUSE  OF  REPRESENTATIVES 
TESTIMONY  ON  HEALTH  CARE  COVERAGE 
FOR  AMERICANS  WITH  DISABILITIES 

GIVEN  BY 
KAREN  MARIE  METZLER,  MSSA 
DISABLED  CONSTITUENT 
4602  YORKSHIRE  ROAD 
PARMA,  OHIO  44134 
(216)884-8862 


Honorable  Chairman  Jacobs  and  members  of  the  Subcommittee  on  Social 
Security,   I  appreciate  the  opportunity  to  submit  testimony  today  as  an 
individual  with  both  personal  and  professional  experiences  with  the  health 
needs  of  persons  with  chronic     illness  and  disabilities. 

I  was  born  with  spina  befida  as  well  as  other  birth  defects  that 
Include  hyperteleorism  and  cleft  lip  and  palate.  Me6\ca\  complications  led 
to  hearing  loss  as  well  as  a  below  the  knee  right  leg  amputation.  My  first 
surgery  was  at  nine  weeks  old  and  the  most  recent  in  1987.    In  all,  I  have 
had  over  seventy  operations  for  neurologic,  orthopedic,  cosmetic  and 
urologic  difficulties.    While  any  one  of  my  medical  conditions  can  lead  to 
my  being  denied  private  health  insurance,  my  kidney  failure  guarantees 
denial.  Therefore,  I  must  remain  unemployed  in  order  to  obtain  Medicare 
coverage. 

Prior  to  graduate  studies  for  a  master's  degree  in  health  planning 
and  policy,  I  worked  as  a  pediatric  medical  social  worker.  Those  earnings, 
coupled  with  contributions  to  social  security  made  on  my  behalf  as  an 
employee  of  a  family  business,  enabled   me  to  qualify  for  Medicare  as 
opposed  to  Medicaid.   This  allows  me  more  choice  in  providers  as  well  as 
less  financial  regulatory  restraints  on  personal  assets. 

Since  I  reside  with  my  elderly  mother,  the  difference  in 
programmatic  regulations  allows  me  to  inherit  the  house  and  small  life 
insurance  policy  upon  her  death.    However,  should  my  mother  require 
nursing  home  placement,  the  necessity  of  "spending  down"  the   house  in 
order  to  be  eligible  for  Medicaid  effectively  leaves  me  homeless. 
However,  were  I  her  spouse,  the  "spousal  protection"  provision  would 
permit  the  retention  of  home  ownership  and  some  assets  for  its 
maintenance. 

I  currently  receive  $600  a  month  in  social  security  disability 
payments,  a  larger  than  average  monthly  allowance.    $250  goes  towards 
Blue  Cross  Medifill  insurance  and  a  minimum  of  $100,  sometimes  more, 
goes  for  my  maintenance  prescriptions.    Due  to  my  limited  income,  I  was 
forced  to  default  on  my  $7,000  guaranteed  student  loan  this  year.    I  take 
my  Indebtedness  seriously.    My  previous  student  loans  for  my  under 
-graduate  studies  were  repaid  when  I  worked.    I  have  a  poor  credit  rating 
also,  due  to  physician  collection  actions  when  I  was  unable  to  make 
sufficient  payments  on  balances  where  the  physician  refused  to  accept 
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assignment.    I  had  one  doctor  prior  to  treating  me  check  my  credit  rating. 
I  have  had  physicians  refuse  to  treat  me  because  I  am  on  Medicare. 

Thus,  it  is  imperative  that  any  state  basic  benefits  be  at  a  payment 
schedule  such  that  physicians'  unwillingness  to  participate  and  personal 
insolvency  for  the  patient  do  not  occur. 

While  there  are  more  items  that  I  believe  should  be  included  in  a 
basic  benefits  package  than  my  following  list  itemizes,  these  are  benefits 
pertaining  to  the  specific  type  of  circumstances  for  which  I  asked  to 
testify. 

-for  persons  with  chronic  illness  and  disabilities,  well-person 
check-ups  for  health  maintenance  is  an  imperative. 

-for  prescription    drugs  do  not  limit  to  generic  drugs  due  to 
"breakthrough"  phenomena  and  individual  sensitivities. 

-durable  medical  equipment 

-orthotics  and  prosthetics 

-supplies  for  colostomies,  ilealostomies  and  ileal  loop 
diversions,    ivlust  allow  for  individual  choice  in  brand  and  type  of 
equipment  used. 

-cosmetic  surgery  for  the  stigmatizing  effects  of  birth 
defects,  diseases  and/or  accidents. 

-mental  health  services.    Not  only  for  diagnosed  psychiatric 
illnesses  but  also  as  an  adjunct  in  habilitation  and  rehabilitation  for 
chronic  illnesses  and  disabilities. 

-home-based  health  services  such  as  personal  attendant  care, 
home  health  aids  and  skilled  nursing. 

-out-patient  physical,  occupational,  and  speech  therapies. 

-long-term  care. 


-case  management. 


108 


Again,  this  Is  not  an  all-inclusive  itemization  of  services  to  be 
included  in  a  basic  benefits  package.   Although  I  am  focusing  on  the  adult 
who  has  already  developed  a  chronic  illness  and/or  disability,  it  is 
important  that  those  interventions  at  birth  and  in  childhood  that  lessen 
later  manifestations  of  illness  and  /or  disability  be  made  available.  This 
is  not  only  a  cost  savings,  but  an  enhancement  of  the  quality  of  life  as 
well.    The  provision  of  one  should  not  preclude  or  take  priority  over  that 
of  the  other. 

A  commitment  to  sustained  independence  and  community  living  with 
quality  and  self-direction  should  be  the  mainstay  of  your  mission. 
Benefits  rendered  in  a  timely,  appropriate,  and  accessible  manner  should 
be  the  result. 

A  single-payor,  universal  health  system  at  the  national  level  Is  the 
preferred  medical  system.    Should  the  current  health  reform  result  in  a 
system  other  than  single-payor,  such  as  managed  competition,  and  should 
the  federal  government  permit  individual  states  the  option  to  undertake  a 
single  payor  plan  at  the  state  level,  I  implore  Ohio  to  become  a  leader  as  a 
single-payor  state. 

I  thank  you  for  the  opportunity  to  present  my  position  and 
experiences. 
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Distingushed  Chairperson  and  Members  of  the  Committee: 

The  National  Council  of  Independent  Living  thanks  the 
Subcommittee  on  Ways  and  Means  for  this  opportunity  to 
address  the  needs  of  people  with  disabilities  on  health 
care . 

Forty-three  million  Americans  with  disabilities  today 
face  a  crises  in  health  care.  They  have  inadequate 
coverage,  no  coverage  or  less  than  beneficial  coverage  in 
the  Medicare/Medicaid  system.  Despite  the  myth,  Medicare 
does  no  meet  the  needs  of  the  people  it  serves.  Too  Many 
benefits  are  not  covered  under  present  day  Medicare. 
These  needs  range  from  prescription  drugs,  personal 
assistance  care  in  the  home,  durable  medical  equipment 
that  is  less  than  appropriate  and  perishable  supplies 
such  as  leg  bags,  ostomies  and  bandages.  What  Medicare 
does  cover  is  hospitalization  and  coverage  for 
individuals  when  they  are  sick. 

Even  with  all  those  short  comings.  Medicare  is  seen  by 
people  with  disabilities  as  their  only  alternative  to 
health  care  because  insurance  companies  are  denying  our 
citizens  with  disabilities  access  to  coverage.  Lack  of 
access  to  health  care  coverage  continues  to  keep  people 
with  disabilities  off  the  roles  of  employment.  Simple 
clauses  in  insurance  policies  like  "preexisting 
condition"  are  used  to  many  citizens  with  disabilities 
equal  access  to  health  care. 

Medicare  does  not  and  has  not  met  the  needs  of 
individuals  with  disabilities.  President  Clinton's  plan 
for  health  care  with  universal  coverage  is  the  beginning 
of  true  equality  for  people  with  disabilities  in  the 
arena  of  health  care.  President  Clinton's  plan  allows 
for  the  first  time  Medicare  coverage  for  prescription 
drugs.  It  begins  to  allow  people  with  disabilities  from 
the  day  of  their  disability  to  obtain  insurance  without 
waiting  two  years  as  they  have  in  the  past  under  Medicare 
rules.  It  allows  for  the  first  time  an  opportunity  to 
chose  health  care  in  the  home.  People  with  disabilities 
will  actually  be  given  an  opportunity  to  remain  in  the 
home  with  the  aid  of  personal  assistants  through  new 
grant    programs  and  tax  credits. 
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To  the  culture  of  people  with  disabilities,  to  the  nation  of 
individuals  with  disabilities,  this  is  breaking  down  the  "Berlin 
Wall."  when  this  congress  is  called  upon  to  vote  for  health  care, 
let  each  legislator  look  to  "constituents.  Look  hard  at  the 
individuals  with  disabilities,  the  elderly,  those  people  who  might 
become  disabled.  Realize  that,  until  we  have  universal  coverage 
for  all  mandated,  there  will  be  no  true  equality. 

As  we  move  forward  with  the  health  care  plan  in  place,  let  us 
strive  to  eliminate  barriers  that  exist  to  the  freedom  of  movement 
from  one  state  to  the  next,  from  one  job  to  the  next  and  to  know 
that,  if  we  become  disabled,  we  can  still  participate  in  this 
country  as  equal  citizens  with  equal  footing  and  equal  health  care. 


Hopefully  when  the  Clinton  health  plan  is  tried,  Medicare  and 
Medicaid  will  become  pieces  of  history,  not  the  future,  not  the 
present.     Thank  you. 

Chester  R.  Helms 

Member  of  the  Health  Reform  Subcommittee 
National  Council  on  Independent  Living 


Ill 


TESTIMONY  OF  PATRICIA  OWENS,  VICE  PRESIDENT,  DISABILITY  PROGRAMS 
UNUM  LIFE  INSURANCE  COMPANY  OF  AMERICA 

A  DISCUSSION  OF  THE  HEALTH  SECURITY  BILL  IN  RELATIONSHIP  TO 

DISABILITY  PROGRAMS 

COORDINATING  HEALTH  CARE  WITH  DISABILITY  EVALUATION  AND 

MANAGEMENT 


I.  Background 

UNUM  Coq)oration  is  a  specialty  insurance  holding  company  based  in  Portland,  Maine.  UNUM 
and  its  affiliates  have  nearly  7,000  employees  with  offices  in  North  America,  the  U.K.  and  Pacific 
Rim.  Currently  UNUM  is  the  leading  disability  insurer  in  the  world  and  has  the  largest  private 
disability  data  base  in  the  world. 

Disability  insurance  is  not  health  insurance  but  rather  wage  replacement  in  the  event  of  illness. 
However,  there  is  significant  interaction  between  health  care  and  disability,  thus,  health  care 
reform  can  have  a  dramatic  impact  on  disability  programs. 

Billions  of  people  have  some  form  of  public  and/or  private  disability  protection  and  millions  of 
people  actually  collect  benefits  or  receive  services.  Disability  programs  both  impact  the  system 
and  are  impacted  by  it.  (See  attachment  for  a  brief  description  of  disability  programs  and  costs.) 

Disability  occurs  when  persons'  mental  and/or  physical  conditions  reduce  their  ability  to  function 
and  they  are  unable  to  perform  social  roles  or  activities  of  daily  living  normal  for  their  age  group. 
Most  often,  disability  is  defined  as  the  inability  of  working  aged  persons  to  work  because  a 
physical  or  mental  condition  limits  their  work  ability.  In  the  U.S.  through  the  years,  public  and 
private  programs  have  evolved  to  provide  protection  against  the  risk  of  disability.  Disability 
benefits  and  services  become  available  to  people  who  meet  programmatic  definitions  of  disability. 

Persons  with  work  disabilities  are  not  a  homogeneous  group.  Some  are  young  with  skills, 
education  and  motivation  for  initial  entry  into  the  labor  force  but  need  accommodation.  Others 
who  are  working  become  unable  to  work  when  they  become  sick  or  are  hurt;  of  these,  some  can 
return  to  work  given  maximum  medical  recovery  even  though  loss  of  function  may  remain  and 
some  accommodation  is  needed. 

There  are  also  persons  who  eventually  make  a  complete  recovery  but  whose  function  returns 
over  time  and  work  ability  is  only  temporarily  limited.  Persons  with  chronic  medical  conditions 
who  have  periods  of  exacerbation  and  remission  can  work  and/or  need  accommodation 
intermittently. 

II.  Purpose  of  Discussion. 

The  purpose  of  this  discussion  is  to  highlight  some  of  the  myriad  of  disability  issues  related  to  the 
health  care  system  reform.  It  will  show  how  Health  Care  Reform  can  influence  prompt,  accurate 
and  cost  effective  evaluation  of  medical  impairment  severity  for  disability  benefits,  services, 
rehabilitation  and  accommodation. 

Equally  important  is  how  health  care  reform  can  improve  quality  of  life  for  persons  with  disability 
by  providing  services  to  increase  function  (plus  measure  outcomes  by  increased  function),  and 
enable  fuller  participation  in  the  mainstream,  especially  work. 

The  magnitude  of  the  cost  of  disability  to  society  -  employers  and  individuals  is  great.  This  cost 
can  be  reduced  by  thoughtful  coordination  of  health  care  reform  and  disability  issues. 
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ni.  Two  Key  Areas  Where  Disability  and  Health  Care  Intersect:  Evaluation  and  Managemait 

Disability  Evaluation  (Determining  Eligibility  for  Disability  Benefits  and  Services) 

Disability  claims  require  medical  information  to  determine  the  severity  of  the  medical  condition 
and  whether  the  level  of  severity  is  sufiBcient  for  a  person  to  qualify  for  benefits  or  services. 
There  are  both  initial  and  continuing  eligibility  determinations.  (1) 

The  information  needed  is  more  than  just  diagnosis  and  prognosis.  It  involves  the  assessment  of 
the  effect  of  the  impairment  on  the  ability  to  function  Care  givers  are  asked  to  explain  how  the 
medical  condition  restricts  or  limits  a  patient's  ability  to  do  specific  work  related  functions.  It  is 
critical  that  this  information  is  readily  accessible  for  disability  decision  makers  and  that  its 
provision  is  timely  and  comprehensive.  This  same  information  should  serve  as  a  basis  for 
employers  to  make  reasonable  accommodations  for  persons  with  functional  limitations  but  who 
can  perform  essential  job  functions  with  accommodation. 

Disability  Management: 

Management  of  the  disability  risk  begins  long  before  a  medical  condition  reduces  flmction  to  a 
level  that  prevents  work  and  it  must  continue  during  the  progression  or  unfolding  of  an  illness 
after  an  accident.  Health  care  that  encourages  fitness  and  prevention  of  sickness  and  accidents  is 
critical  to  reducing  disability  before  it  begins. 

As  a  pathology  develops,  early  intervention  to  minimize  the  impact  of  illness  and  accidents  is 
equally  important,  especially  interventions  that  maximize  function  of  persons  to  perform  activities 
of  daily  living  and  work.  Medical  and  vocational  rehabilitation  can  return  persons  to  the 
mainstream  even  when  there  is  functional  loss. 

Accommodations  to  disability  can  allow  persons  to  work  and  enjoy  quality  life  experiences. 
Accommodations  require  specialized  medical  knowledge  and  services. 

Independent  Living  for  persons  with  disabilities  is  facilitated  by  individual  medical  treatment, 
attendant  care  and  durable  medical  equipment. 

rV.  Health  Security  Act  Provisions  and  Disability  Issues 

It  is  our  understanding  that  the  Health  Security  Plan  is  in  no  way  meant  to  negatively  impact 
public  or  private  (insured  or  self-insured)  disability  programs.  Rather  health  care  reform  will 
strengthen  disability  evaluation  and  management  systems.  Stronger,  better  managed  disability 
programs  can  lead  to  health  care  cost  effectiveness. 

Medical  and  disability  programs  are  distinct  but  related  programs.  They  must  leverage  each 
other  to  reduce  costs  to  individuals  and  society.  The  observations  and  suggestions  offered  below 
are  meant  to  preserve  the  essence  of  both  of  these  health-related  programs  while  providing  for 
meaningful  coordination. 


Footnote  (1) 

0\'er  1.5  million  applications  for  Social  Security  Disability  were  filed  in  1993  and  a  small  number  of  beneficiaries 
cases  were  re-examined.  V^Tiile  all  beneficiaries  who  are  "not  permanently  disabled'  are  to  be  reviewed  every 
three  years  and  others  at  the  Secretaries  discretion,  these  reviews  have  not  occurred  because  of  high  initial  claims 
and  \adL  of  administrative  resources. 

It  is  estimated  that  at  least  one  million  lost-time  Workers'  Compensation  disability  claims  are  filed  annually. 
Pri\ate  Long  Term  Disability  (LTD)  claims  incidence  is  about  3-5  claims  per  thousand  employees  after  a  90  day 
or  longer  period  of  disabilit)-.  If  a  quarter  of  all  employees  ha\-e  LTD  coverage,  the  number  of  applications  for 
LTD  is  also  significant.  (The  incidence  of  Short  Term  Disability  (STD)  claims  is  80-120  per  1000  covered 
employees  dep>ending  on  the  industry  and  blue  collar/white  collar  job  distribution.  STD  claims  generally  require 
less  medical  data.) 
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Disability  Evaluation  Issues 

*  Access  to  information  -  It  is  crucial  that  health  information  systems  contain  information 
sufficient  to  evaluate  disability  and  be  accessible  to  those  who  make  disability  decisions  on 
behalf  of  consumers.  This  means  that  medical  providers  must  be  able  to  determine  the 
functional  capacity  of  their  patients,  objectively  relate  these  to  demands  of  work  and  convey 
this  information  in  a  timely  manner. 

*  Quality  Management  should  include  measures  of  timely  response  lo  disability  information 
requests. 

*  Consumer  surveys  should  include  input  from  employers  and  third  parties  such  as  insurers  and 
administrators  that  must  rely  on  health  care  providers  to  furnish  medical  information  for 
disability  decision  (and  management). 

*  Privacy  Standards  or  disclosure  must  consider  the  needs  of  private  and  public  agencies  for 
information  to  evaluate  consumers'  disability  claims. 

*  Complaint  and  grievance  process  should  provide  for  complaints  regarding  access  and  quality 
of  information  for  disability  evaluation. 

Disability  Management  Issues 

*  The  disability  management  continuum  includes  prevention,  wellness,  stay  at  work  and  return 
to  work  initiatives.  Health  services  are  needed  to  support  these  initiatives. 

*  National  Quality  Management  Program  -  Early  intervention  to  prevent  loss  of  function  and 
services  to  restore  and  enhance  function  should  be  measures  of  quality  and  included  in  the 
Quality  Management  Program.  Representation  on  the  Council  should  include  disability  experts 
and  researchers. 

*  Health  Outcomes  should  include  restoration  of  function  and  work  as  appropriate.  It  is 
important  to  consider  work  as  a  therapeutic  goal. 

The  sections  relating  to  centers  of  excellence,  training  of  health  care  professionals  and  research 
should  all  include  language  regarding  evaluation  of  function  and  maximizing  functional  capacity 
for  productive  activity. 

Workers'  Compensation  (WC) 

The  Workers'  Compensation  program  presently  coordinates  medical  care  and  indemnity  or  lost 
time  benefits.  While  WC  medical  care  costs  have  been  increasing  there  is  no  evidence  that 
putting  WC  medical  into  a  general  health  insurance  framework,  i.e.,  24  hour  medical  coverage 
would  reduce  overall  costs  of  WC.  Many  argue  that  24  hour  coverage  would  increase  litigation 
by  workers  who  would  have  to  pay  part  of  medical  care  arising  from  a  work  injury  or  illness. 
Others  speculate  that  workers  might  apply  for  indemnity  benefits  to  replace  lost  medical  care 
reimbursements. 

There  are  a  number  of  initiatives  currently  underway  by  WC  insurers,  self-insured  employers  and 
administrators  which  look  at  controlling  medical  costs  while  providing  medical  care  aimed  at 
keeping  an  injured  worker  at  work  or  returning  them  to  work  as  soon  as  safely  possible.  These 
efforts  need  to  be  measured  in  terms  of  overall  WC  costs  to  determine  cost  effectiveness. 
Meaningful  disability  management  depends  on  leveraged  medical  care  with  emphasis  on  early 
intervention  and  return  of  function.  Current  WC  initiatives  are  emphasizing  this  coordinated 
approach;  it  remains  to  be  seen  if  the  new  health  system  will  provide  this  type  of  medical  service. 
It  would  seem  that  a  change  as  dramatic  as  24-hour  medical  coverage  should  first  be  piloted  and 
total  WC  costs  used  as  a  measure  of  success  as  compared  to  costs  using  the  medical-indemnity 
coordination  approach.  Since  many  believe  that  employers  would  also  limit  safety  initiatives  if 
they  no  longer  were  directly  responsible  for  WC  medical  costs,  the  incidence  of  medical  loss 
should  also  be  a  measure.  Another  measure  is  how  the  new  health  care  system  works  vis-a-vis 
other  non  WC  public  and  private  disability  programs. 
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Other  Specific  Issues  Relating  to  Disability 

1.  Universal  Coverage:  Adequate  health  care  for  all  persons  is  important  to  minimiang 
disability  as  we  have  defined  it.  Interventions  to  prevent  medical  conditions  fi"om  producing 
disability,  accurate  assessment  of  medical  conditions  to  determine  disability  and 
accommodation  to  disability  are  all  products  of  adequate  health  care. 

2.  Comprehensive  Benefit  Package:  Prevention  services  are  essential.  It  is  important  to  review 
the  prevention  items  in  relationship  to  the  most  prevalent  causes  of  disability  both  in  the 
public  and  private  sector  and  assure  the  most  effective  preventative  measures  are  covered  in 
the  basic  benefits  package. 

3.  Case  Management:  The  idea  of  having  someone  to  work  with  all  medical,  rehabilitative  and 
other  services  to  assure  a  cohesive  outcome  goal  is  important.  In  a  managed  care  setting,  the 
resources  to  do  this  can  become  stretched  although  case  management  can  be  cost  effective. 
Such  services  should  be  encouraged. 

Note:  Both  No.(s)  2  and  3  are  mentioned  under  Section  1115  regarding  Mental  Health  and 
Substance  Abuse  Services.  They  are  not  less  important  for  other  conditions. 

4.  The  provision  of  rehabilitation  services,  diagnostic  services  and  durable  medical  equipment 
and  prosthetic  devices  can  be  critical  to  restoring  fiinction  and  preventing  disability.  These 
should  be  included  in  the  basic  benefits  package. 

5.  Extracontractual  Services.  Nothing  in  the  benefits  package  definition  should  be  considered 
as  limiting  an  insurer,  employer  or  other  party  fi^om  being  able  to  provide  additional  medical 
or  health  services  that  can  help  restore  function  and  assist  the  person  in  increasing  their  work 
ability,  etc. 

6.  The  National  Health  Board  has  the  responsibility  for  promulgating  regulations  which  should 
permit  flexibility  in  delivery.  It  is  important  to  note  timeliness  of  service  delivery  can  impact 
the  length  of  disability  and  that  flexibility  should  be  tied  to  outcome  measures  such  as 
timeliness. 

7.  Section  1326  requires  that  each  regional  alliance  have  an  ombudsman  to  assist  consumers  in 
dealing  with  problems  that  arise  with  health  plans  and  the  alliance.  Problems  relating  to 
disability  evaluation  and  management  should  be  part  of  the  ombudsman's  charter. 

8.  New  Benefits  -  Medicare  Outpatient  Prescription  Drugs  as  well  as  the  inclusion  of 
prescription  drugs  can  reduce  disability  in  cases  where  persons  have  not  previously  been  able 
to  afford  such  drugs.  It  will  be  important  to  link  the  therapeutic  effects  of  prescription  drugs 
to  restoring  fiinction  and  measure  treatment  outcomes  accordingly  as  this  can  reduce 
disability  costs. 

9.  Definitions  -  Similar  terms  used  in  reform  proposals  and  in  disability  programs  need  to  be 
understood  and  related  to  each  other.  Some  examples  are  fiinctional  impairment  (p47)  and 
case  management  (p  47,  1290-1). 
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V.  Social  Security  Related  Items: 

1 .  Presuming  that  eligibility  for  Medicare  for  disabled  persons  still  requires  a  24  month  waiting 
period,  a  health  plan  employer  alliance  would  still  be  responsible  for  the  waiting  period. 
Apparently  the  costs  during  this  time  are  still  bom  by  the  employer/employee  or  self- 
employed  person.  Yet,  in  Title  I,  Subtitle  A,  Section  1012,  it  appears  that  if  a  Medicare 
Eligible  person  goes  back  to  work  and  works  for  two  consecutive  months,  they  are  no  longer 
Medicare  eligible  for  the  3rd  month  and  the  employers  would  again  make  contributions.  This 
may  be  a  disincentive  for  employers  to  bring  a  disabled  person  back  to  work.  Also  it  is  not 
clear  how  family  health  insurance  coverage  works  when  a  person  becomes  Medicare  eligible. 

2.  In  Title  I,  Subtitle  F,  Part  2,  Section  1571,  Social  Security  is  not  mentioned.  The  Secretary 
of  Health  and  Human  Services  has  responsibility  for  administering  and  implementing  all 
provisions  of  the  Act,  except  for  those  delegated  to  the  National  Health  Board,  any  other 
executive  agency  or  State.  Medical  Care,  records  of  the  care,  and  consultative  examinations 
are  the  life  blood  of  the  Social  Security  resources  for  medical  costs  and  improved 
administration. 


3.  Prescription  benefits  and  universal  coverage  suggest  review  of  disability  guidelines  on 
determinations  and  expected  recovery,  especially  when  research  exists  to  tie  certain 
pharmacological  and  other  treatment  to  recovery. 
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Attachment 

Disability  Program  Description 

Disability  Programs  include: 

Social  Security  -  OASDI  and  SSI.  The  former  covers  95%  of  the  work  force  and  the  latter 
covers  low-income  aged,  blind  and  disabled  persons.  There  are  6.2  nullion  persons  receiving 
benefits.  Currently  after  two  yr^rs  of  DI,  a  person  is  eligible  for  Medicare  and  SSI  beneficiaries 
receive  Medicaid.  The  disability  definition  is  very  strict  in  that  the  impairment  must  last  12 
months  or  result  in  death  and  prevent  the  person  from  doing  any  work. 

Veteran  Compensation  -  covers  all  armed  forces  for  injury  on  active  duty  and  includes  medical 
care. 

Workers'  Compensation  •  87%  cf  all  wage  earners  are  covered  for  medical,  rehabilitation  and 
cash  benefits  for  illness  or  injury  arising  from  work. 

Short-term  disability  (STD)  -  covers  workers  in  the  private  and  public  sector.  These  can  consist 
of  sick  leave  or  100%  salary  continuation  based  on  longevity  or  by  benefit  plans  that  replace 
from  50-60%  of  earnings,  usually  for  up  to  six  months.  Most  public  sector  employees  are 
covered  and  around  50%  of  private  sector  full-time  employees  are  covered.  These  programs  can 
be  insured  or  an  employer  my  self-insure.  (DOL,  BLS) 

Long-term  disability  (LTD)  programs  are  available  to  approximately  25%  of  private-sector 
e:nployees  and  public  employees  usually  have  some  provision  for  long-term  disability.  LTD 
usually  requires  a  disability  to  last  at  least  90  days  and  to  prevent  a  person  from  doing  the 
functions  of  their  own  occupation  and  in  some  cases,  any  occupation.  LTD  can  be  insured  or  an 
employer  may  self  insure. 

Disability  Pensions  -  are  also  available  to  approximately  25%  of  private  sector  employees. 

Public  and  Private  Disability  programs  provide  significant  financial  support.  In  1986,  the  latest 
year  for  which  cumulative  figures  are  available,  public  and  private  cash  benefits  for  persons  age 
16  to  65  where  $87.3  oillion  with  medical  care  attributable  to  the  disabling  conditions  amounting 
to  nearly  another  $80  billion.  Direct  services  such  as  rehabilitation  and  allied  types  of  programs 
accounted  for  another  $2.7  billion.  All  of  this  accounted  for  4%  of  the  GNP  for  1986. 
(Berkowitz  and  Greene,  1989.) 
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